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Preface

Juliet McMullin

The inspiration for this book originated from a collaborative research
project that responded to the stark inequities revealed by the COVID-19
pandemic, climate-related disasters, and a series of Supreme Court rulings
that have reshaped patient autonomy. The project—Abolition Medicine
and Disability Justice: Mapping Inequity and Renewing the Social—was
designed by a group of scholars and community partners from five
University of California campuses (Irvine, Los Angeles, Riverside, Santa
Cruz, and San Francisco). Our proposal argued that health inequities are
co-created by a complex web of policies, ethics, and narratives, that govern
everything from immigration and incarceration to housing, education,
and accessibility. By mapping these intersections, we can identify recurring
patterns: laws that criminalize mental health issues, statutes that allow
discriminatory medical practices, barriers to accessing disability accom-
modations, and regulatory gaps that leave communities vulnerable to toxic
exposures. We also identified promising reforms, including the abolition of
race-based medicine and the incorporation of restorative justice principles
into health governance. We combined archival research with oral histories,
ethnographic fieldwork with performance-based inquiry, and quantitative
mapping with creative “anachronism”—applying contemporary disability
concepts to historical texts to reveal hidden biases. It is our hope that the
work of collaboration will point toward a more equitable future.

For the 2024 UCSI conference, our goal was to go beyond the usual
focus on “social determinants” and highlight the legal structures that
sustain or dismantle systemic racism, ableism, and other forms of systemic
oppression. We aimed to show that the law is not just a background to

public health and medical practice; it is a powerful force that influences
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who gets sick, who receives care, and who is granted the dignity of a healthy
life. The two-day conference provided a chance to hear from the authors
whose work you will read and to participate in a shared learning process
where ideas and experiences fostered both understanding and actionable
insights. In addition to the authors published in this book, graduate students
played an active role, presenting their work and receiving support as they
advance in their careers. The pages that follow capture the conversations at
the conference, blending insights from legal scholarship, health humanities,
and disability studies to show how statutes, regulations, and court decisions
can become, for better or worse, determinants of health outcomes.

Why, then, does a book on legal determinants of health belong on the

shelf of anyone interested in public health, medicine, law, humanities, or
social justice? Because the legal landscape is not a static set of rules; it is a
living, contested terrain that can either reinforce entrenched hierarchies or
serve as a lever for transformative policy. Understanding the mechanisms
by which law influences health—whether through zoning ordinances that
dictate exposure to pollutants, immigration statutes that limit access to care,
or judicial precedents that shape consent—offers a roadmap for focused
advocacy and reform.

The journey from a grant proposal to a fully developed body of scholar-
ship has been a collective effort, made possible by the dedication of faculty
mentors, graduate an medical students, community advisors, and the many
individuals who shared their stories and expertise. Their voices resonate
throughout this volume, reminding us that the pursuit of health equity is
intertwined with the pursuit of justice. We thank all the contributors to
the Legal Determinants of Health edited volume and the members of the
Abolition Medicine and Disability Justice project: Brian Dolan, Rachel
Lee, Megan Moodie, Fuson Wang, Carla Mazzio, Matthew King, Helen
Deutsch, James Lee, Candice Taylor Lucas, Roy Cherian, Micayla Wilson,
Reelavioleta Botts-Ward, Nicholas Freeman, Lesley Thulin, Caitlin Flaws,
Alisa Keesey, Fernando David Marquez, Kelly Dong, Mustafa Baqai,

Katherine Peeler, Yajaira Ceciliano-Navarro, Leonora Naser-Saravia,
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and Bonita Dyess. The Abolition Medicine and Disability Justice Project
received funding from UCOP Grant ID: M23PR5992.

It is my hope that readers will find here both a rigorous analytical
foundation and an invitation to act—to examine the laws that govern our
bodies, challenge the statutes that sustain inequality, and reimagine a legal
ethics that genuinely protects health and wellbeing for everyone. May this
work inspire new collaborations, ignite bold policy initiatives, and ultimately
help reshape the legal determinants of health toward a more humane and

inclusive future.



Introduction:
From Structural Harm to Legal Redress—Charting the
Legal Determinants of Health

Brian Dolan

This volume gathers six original essays that together chart the contours
of how law and legal systems — not just medical interventions — profoundly
shape health outcomes. By illuminating both historical and contemporary
case studies, the authors collectively reveal that legal institutions often
function less as protectors of well-being and more as conduits of structural
harm. From the prison infirmary to the disability accommodation office,
from immigration detention centers to the courtroom, these contributions
demonstrate how the interplay between law, health, and power creates
unequal burdens—and suggest new legal and ethical frameworks for
confronting them.

Several of the essays center on incarceration as a paradigmatic site
of legal health inequity. Jennifer Elyse James and colleagues open with
a searing analysis of how prison healthcare — particularly reproductive
care — subverts bodily autonomy through coercive structures that dispropor-
tionately harm Black and Brown women. The authors critically examine
the ethical failures in healthcare decision-making for incarcerated women,
particularly focusing on forced sterilizations in California prisons. Through
interviews with formerly incarcerated women, clinicians, and legal experts,
the authors explore how the prison healthcare system undermines informed
consent and bodily autonomy, especially for Black and Brown women.

Despite legislative reforms following public revelations of non-con-
sensual sterilizations, the article reveals that coercive medical practices
persist. The authors present a conceptual framework demonstrating how
interpersonal, structural, and systemic barriers — such as clinician pater-
nalism, limited treatment options, surveillance by correctional officers, and

the trauma-laden carceral environment — collectively suppress incarcerated
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individuals’ ability to make autonomous healthcare decisions. James and
colleagues argue that structural factors, including racism, security priorities,
and dehumanizing prison conditions, make genuine informed consent
nearly impossible in carceral settings. Even well-intentioned healthcare
providers are often constrained by punitive institutional cultures and secu-
rity protocols that override medical ethics.

The article concludes by asserting that incremental reforms are
insufficient to protect the autonomy of incarcerated patients. Instead, it calls
for an abolitionist bioethics that recognizes incarceration itself as a form
of structural violence incompatible with ethical healthcare. The authors
propose that bioethicists must not only critique coercive practices but also
advocate for the dismantling of the prison-industrial complex as a necessary
step toward achieving reproductive justice and true medical autonomy.

In a related register, Keramet Reiter and co-authors dissect the
conceptual slippage between “harm reduction” and genuine health
promotion in solitary confinement, showing how institutional metrics can
obscure the profound existential damage caused by extreme isolation. The
authors explore how health and harm are defined, measured, and often
misrepresented in studies of solitary confinement. Drawing on nearly a
decade of research in Washington state prisons, the authors argue that most
frameworks confuse harm mitigation with actual health promotion. They
critique earlier influential studies — particularly the 2013 “Colorado Study”
— for failing to detect psychological harm and for shaping legal interpre-
tations of solitary confinement’s constitutionality. In contrast, the authors
describe their own robust multi-method research approach, incorporating
psychological assessments, medical record reviews, and in-depth interviews
with both incarcerated individuals and correctional staff. This triangulated
methodology, they argue, better captures the breadth of harm, including
the systemic, cumulative, and existential forms of suffering experienced in
solitary confinement.

The second half of the article focuses on the structural and policy
implications of how harm is measured. Reiter’s team reveals how stan-

dardized tools like the Brief Psychiatric Rating Scale often fail to capture
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the psychological toll of isolation, missing symptoms unique to the solitary
confinement environment. They emphasize that meaningful reform must
move beyond mere harm reduction strategies like vitamin supplements or
“positive behavior reports,” which may only legitimize ongoing structural
violence. By including staff experiences and examining reforms inspired by
Scandinavian prison models, the article situates solitary confinement within
a broader critique of carceral logic and palliative governance. Ultimately,
the authors call for a reconceptualization of what counts as health and
harm, warning that reducing suffering without altering its structural causes
risks making solitary confinement more palatable, rather than obsolete.

Yajaira Ceciliano-Navarro extends this carceral lens beyond prison
walls, examining how deportation, detention, and incarceration function
as compounding social determinants of health within vulnerable families
and communities, particularly among mixed-status immigrant households.
Ceciliano-Navarro applies the Legal Determinants of Health (LDH)
framework to examine the emotional, financial, and health consequences
of family separation due to deportation, detention, or incarceration in
vulnerable Houston communities. Drawing on survey data from 343
participants with affected relatives, the study finds that both men and
women — regardless of immigration status or family structure — experience
lasting stress, anxiety, and financial instability. These legal processes are
shown to not only disrupt family structures and increase emotional distress
but also create chronic barriers to education, employment, and healthcare
access, deepening long-term health inequities in communities already facing
systemic disadvantage. Women often assume new caregiving and financial
responsibilities, while men are forced into premature maturity, with many
reporting shame, stigma, and depression.

The study highlights the compounded burdens on families — especially
in mixed-status houscholds — where legal and immigration systems intersect
to produce overlapping forms of surveillance and vulnerability. For women,
these burdens often manifest in housing instability, emotional trauma, and
intergenerational financial stress, sometimes leading to suicidal ideation or

the need for psychiatric medication. For men, the pressure to assume the
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role of provider results in early abandonment of educational or personal
development goals, and their emotional responses are often suppressed due
to gendered expectations. Both genders report persistent mental health
consequences that outlast the period of removal. The article concludes

that deportation, detention, and incarceration are not just legal or criminal
processes—they are social determinants of health that perpetuate inequality
and require structural policy reform at local, state, and federal levels.

The legal legacies of these carceral structures are further explored in
Brian Dolan’s historical case study of early IRB governance at UCSFE, where
questions of informed consent, investigational drug use, and institutional
self-interest converge in ethically fraught prison research. His narrative
underscores how health harms are not merely accidental or administrative
failures, but often the predictable outcomes of ambiguous legal regimes,
scientific ambition, and bureaucratic complicity. Dolan offers a detailed
case study of the UCGSF Committee on Human Experimentation (CHE)
as it grappled with the ethical and legal challenges of overseeing human
research during a pivotal era. Focusing on the use of investigational new
drugs (INDs) in prison-based studies, the article reveals the committee’s
struggle to define “informed consent” when even investigators lacked
knowledge of drug toxicity—often due to trade-secret protections. It
highlights tensions between institutional prestige and ethical oversight,
especially when researchers resisted disclosing drug data or insisted that
oral assurances to participants sufficed over written documentation. The
article juxtaposes local review processes with national developments such
as the Belmont Report, demonstrating how UCSF’s CHE had to navigate
murky regulations, limited transparency, and mounting legal risks during a
time of expanding bioethical awareness. Ultimately, the article underscores
how early IRBs faced both structural and epistemic limitations in protecting
vulnerable populations, especially when commercial interests, institutional
power, and scientific ambition collided within ethically ambiguous spaces.

Similarly, Katherine Macfarlane’s essay on “self~accommodation”
demonstrates how individuals with disabilities navigate legal protections

that exist more in theory than practice. Her analysis reframes inaction
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not as ignorance but as a rational strategy of self-preservation in hostile
or indifferent systems. She explores how individuals with disabilities

often forgo requesting legally mandated accommodations and instead
self-accommodate—personally managing or funding adaptations that
enable access to work, education, or healthcare. Through detailed examples,
Macfarlane challenges the prevailing assumption that such individuals
simply lack awareness of their rights. Instead, she argues they are rational
actors avoiding invasive disclosure, bureaucratic obstacles, ableist stigma,
and retaliation. Whether it’s a new attorney with Lupus buying her own
ergonomic chair to avoid judgment, a patient negotiating with unmasked
doctors, or a student with panic attacks navigating inflexible academic
deadlines, self~-accommodation emerges not from ignorance but from a
desire to avoid humiliation, rejection, and punishment.

Macfarlane frames this phenomenon as a civil rights failure that under-
mines the ADA’s vision of dismantling societal barriers and shifting the
cost of accessibility away from individuals with disabilities. She illustrates
how self-accommodation violates both the spirit and structure of disability
law, redistributing burdens that the law was designed to relieve. Moreover,
self~accommodation can result in punitive outcomes—ranging from job
discipline to termination of healthcare to threats of academic misconduct.
To reduce its prevalence, Macfarlane calls for structural reforms that
prioritize confidentiality, transparency, and ease in the accommodation
process, including shifting negotiation burdens away from disabled individ-
uals. Ultimately, she urges a recommitment to the social model of disability,
warning that the current climate of political hostility toward perceived
“difference” only intensifies the reluctance to disclose and seek support.

Beth Ribet’s concluding piece proposes a doctrinal evolution in tort
law to account for “disabling torts”—those harms that not only cause
impairment but generate enduring vulnerability to social and legal discrim-
ination. Ribet’s call to recognize disablement as both injury and injustice
anchors the book’s broader argument: that law must be accountable not
only to its formal doctrines but also to its lived consequences. Her article

proposes a radical rethinking of tort law’s approach to disability. Traditional
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torts frame disability as tragic damage inflicted by a tortfeasor, a view that
diverges sharply from the civil and human rights framing in disability rights
law, which sees harm not in disability itself but in the discrimination and
structural barriers disabled individuals face. Ribet introduces the concept
of “disabling torts,” inspired by Robert Rabin’s notion of “enabling torts,”
to argue that tortfeasors who cause or escalate disability should also be
held liable for making individuals vulnerable to subsequent discrimination
and social subordination. This idea draws on critical disability theory and
the concept of “disablement,” which encompasses both the physical or
psychological impairments caused by violence or inequity and the social
consequences that follow.

Ribet explores how integrating these concepts into tort law can expand
its capacity to address structural injustice. She proposes that the legal system
recognize not only the immediate physical harm but also the long-term,
foreseeable social consequences of disability caused by tortious acts. These
include discrimination in employment, housing, and other domains,
especially for individuals already marginalized by race, gender, or class.
Ribet outlines how such an approach could enhance damages calculations
and policy interventions, especially by focusing on “disablement” as a
socially constructed and inequity-driven process. Ultimately, she calls for
a more nuanced tort doctrine—one that captures the complexity of lived
experiences and systemic injustice, offering a path toward greater equity for
disabled individuals harmed by negligence or violence.

Together, these essays urge readers to confront how legal and regulatory
frameworks often perpetuate the very inequities they purport to solve.
They invite new thinking across disciplines—bioethics, disability studies,
legal history, public health—about what justice looks like when the law is
itself a determinant of harm. But they also chart possible paths forward.
Whether through abolitionist bioethics, reconceptualized tort frameworks,
or reformed IRB procedures, the contributors each propose structural
transformations—not just policy tweaks—to align law with equity. In doing
so, they advance a vision of health justice grounded in both critique and

possibility.



Structural Limitations on Autonomy in Prisons and Jails:
Incarceration as a Bioethical Crisis

Jennifer Elyse James, Vrindavani Avila, Shalila De Bourmont,
Leslie Riddle, and Aminah Elster

Abstract

In 2013, it came to light that hundreds of women incarcerated in
California prisons had been sterilized without proper informed consent.
While public outrage led to legislation aimed at preventing this practice,
there 1s little evidence to suggest that the root causes of forced sterilization
have been eliminated. Drawing on interviews with formerly incarcerated
people, clinicians working in prison and jail settings, and experts in law,
policy, and reproductive health, we center forced sterilization to explore
structural barriers to medical autonomy and informed consent in carceral
contexts. We introduce a conceptual framework to illustrate how the
interpersonal, structural, and systemic context of prison healthcare, can
serve as an extension of state violence and the control of the reproduction
and autonomy of Black and Brown women’s bodies. We consider the role
of bioethicists in addressing structural limitations on care, and center
healthcare decision-making in prisons and jails as key bioethical domain.
Finally, we advance the concept of abolition as an important theoretical
and practical intervention to the crisis of autonomy and consent in carceral
settings.

* Author affiliations: Jennifer Elyse James is an Associate Professor in the
Institute for Health and Aging and the Department of Social and Behavioral
Sciences at the University of California, San Francisco. Vrindavani Avila is a
graduate student in the Cultural Studies Graduate Group at the University of
California, Davis. Shalila De Bourmont is a graduate of the Medical School
at the University of California, San Francisco and a current resident physician

in obstetrics and gynecology. Leslie Riddle is a staff research associate in the
Department of Humanities and Social Sciences at the University of California,
San Francisco. Aminah Elster is the cofounder and executive director of
Unapologetically HERS, Healing Experiences through Research Solutions, and a
co-organizer with the California Coalition for Women Prisoners and Survived and
Punished.
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Introduction

On September 14, 2020, Dawn Wooten, a nurse working for the Irwin
County Detention Center in Georgia, came forward with allegations that
physicians working for ICE had forcibly sterilized women held in the facility
(Treisman 2020). Many across the country were shocked and outraged to
learn that healthcare providers might be sterilizing women without consent.
Yet, this practice of sterilizing women who are under state control is not
novel. Legal sterilization of incarcerated people dates back to at least 1907
and as recently as 2017 a Tennessee judge offered reduced sentencing in
exchange for permanent or temporary sterilization (Perry 2017). Over
this time, the incarceration rate has grown exponentially in the United
States, increasing more than five-fold since 1975 (Pettit and Western 2004).
Specifically, the number of incarcerated women has grown eight-fold since
1980, with more than 200,000 women incarcerated or detained in the US
(Aday and Krabill 2012). Despite this dramatic increase, comparatively less
attention has been given to women’s unique health concerns and the health
consequences of the rapidly-growing penal system in the U.S. (Massoglia
2008; Braithwaite, Treadwell, and Arriola 2008). Even less research has
focused on the bioethical crisis that lies at the intersection of mass incar-
ceration, health care decision-making, informed consent, and reproductive
justice (Hayes et al., 2020; Sufrin et al., 2015; Sufrin et al., 2023). Ms.
Wooten’s report and subsequent investigations have highlighted a practice
that many thought had been eliminated across the country. However, those
who have lived or worked in California State Prisons know that the legacy
of forced sterilizations as a part of 20" century eugenics programs has
continued into present day.

California had the most far-reaching eugenics program in the United
States. By the time the program was ended in 1979, over 20,000 people had
been sterilized, approximately one third of the total eugenic sterilizations
that occurred in the U.S. (Stern and Stern 2016). Anti-sterilization laws
were finally enacted in California after a group of Latina women filed a
class-action lawsuit alleging they were forced to undergo tubal ligations in a

county hospital in Los Angeles, drawing the attention of a state lawmaker,
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who pushed to end the practice (Stern and Stern 2016).

More than two decades later, judges in another class action lawsuit, Plata
v. Schwarzenegger, found that medical care in California state prisons violated
Eight Amendment protections against cruel and unusual punishment
(Bradley 2006). The 1976 U.S. Supreme Court case Estelle v. Gamble
established that incarcerated people are entitled to care for diagnosis and
treatment, a professional medical judgment, and administration of the
treatment prescribed by the physician. Yet, research and numerous lawsuits,
such as Plata, have demonstrated that the quality of care received by people
who are incarcerated is often poor, with lack of access to adequate care,
treatment delays and staff shortages (Aday and Farney 2014).

After the Plata decision, California state prisons were mandated to
improve their care. When it was deemed that sufficient change had not
occurred, a receivership was established in 2006 to provide additional
oversight to the medical care in the California State Prison system (Bradley
2006). As a part of this oversight, several health care procedures, including
tubal ligations, were deemed “excluded” under the California Code of
Regulations. These procedures could not occur without the approval of
the Receiver’s Office and a prison committee. Yet, in 2013, the Center for
Investigative Reporting issued a bombshell report asserting that, despite this
regulatory oversight, two prisons in California sterilized at least 144 women
between 2006 and 2010 without the approval of a medical review commit-
tee (Johnson 2013). This was corroborated by a report from the California
State Auditor in 2014 which found that not only were 144 tubal ligations
performed without proper consent or institutional oversight, in total nearly
800 sterilizing procedures were performed in those years, often without
evidence of proper consent and many without clear medical necessity
(California State Auditor 2014).

In a damaging interview, one prison physician, Dr. James Heinrich,
noted that the money spent on sterilization procedures was minimal “com-
pared to what you save in welfare paying for these unwanted children — as
they procreated more” (Johnson 2013). This quote implies that these steril-

izations were in fact an extension of the California eugenics program. Yet,
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many health providers working in state prisons asserted they had alternative
rationales for flouting these regulations; they stated these rules were unfair,
limiting, and potentially damaging to the women who were incarcerated.
The implication was that they bypassed the regulations as a way to help
women in need of reproductive health care and that the oversight limited
the decision-making capacity of incarcerated women, thus highlighting

an ethical tension between state regulation and personal autonomy. The
California State Senate passed Senate Bill 1135 in 2014 which prohibited
any means of sterilization for people who are incarcerated, “except when
required for the immediate preservation of life in an emergency medical
situation or when medically necessary” (Jackson 2014). However, sterilizing
procedures have continued in the state, including tubal ligations which are
expressly prohibited.

While incarcerated patients are entitled to many of the same deci-
sion-making rights (such as the right to refuse care) as non-incarcerated
patients, little is known about how women make routine healthcare
decisions to manage their health while incarcerated. While there has
been research focused on surrogate decision-making (Tobey and Simon
2019; Scarlet, DeMartino, and Siegler 2019) and advanced care planning
(Enders, Paterniti, and Meyers 2005; DiTomas, Bick, and Williams 2019),
little research has focused on decision-making in chronic illness and routine
care. Research has shown that incarcerated women are more likely to have
serious health problems than incarcerated men and seek health care in
prison more than twice as often (Fearn and Parker 2005). For many women,
incarceration is the only time they have access to comprehensive medical
care (Fearn and Parker 2005). However, numerous barriers such as co-pays,
poor perceptions of prison health care staff, and security protocols may
dissuade women from seeking health care while incarcerated (Wahidin
2006). Further, medical care and medical decision-making inside prisons
occur under the shadow of the complex entanglement of historical injus-
tices, regulatory oversight, and state violence.

Opver the last four years, our team has interviewed more than 50 for-

merly incarcerated people, correctional health care providers, and experts
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in policy, reproductive health, and incarceration; conducted hundreds of
hours of participant observation; and used media analysis and archival
research to elucidate how such a massive failure of consent and autonomy
occurred in California and to better understand if it is possible to support
a model of shared decision making and informed consent in the carceral
context. Participants in our study have described hysterectomies performed
under false pretenses (e.g., patients were misled to believe they had cancer)
and without proper informed consent, including a lack of discussions of
alternative treatments, expected side effects, or risks of procedures (Riddle,
James, and Elster 2022; Elster 2021; Madrigal 2023; Henderson 2023). Yet,
participants also described going without needed reproductive and gyneco-
logical care and even the weaponization of legal protections in discussions
of care options.

In this chapter, we will describe the structural barriers to medical
autonomy and informed consent in the prison context. We introduce a
conceptual framework to illustrate how the interpersonal, structural, and
systemic context of prison healthcare, can serve as an extension of state
violence and control, diminishing the reproductive autonomy of incarcer-

ated women, who are disproportionately women of color.

History of Incarceration and Health: The Bioethical Crisis
of Confinement

The U.S. Supreme Court established in the case Estelle v. Gamble that
the Eighth Amendment protections against cruel and unusual punishment
included protections against deliberate indifference to serious medical need
(Rold 2008). This ruling, however, did not create a consistent standard for
healthcare, nor establish what constitutes a serious medical need (Turnbull,
Bouhassira, and Saloner 2023). Compared with people who are not incar-
cerated, incarcerated people have higher rates of chronic illness, before,
during, and after incarceration (Binswanger, Krueger, and Steiner 2009).
While incarceration can offer an opportunity to intervene and offer treat-
ment for chronic conditions (Wang et al. 2017; Oser et al. 2016; Nijhawan
etal. 2010; Bai et al. 2015; Maruschak, Bronson, and Alper 2021), this
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vulnerable population persistently faces worse health outcomes than their
non-incarcerated counterparts (Binswanger, Krueger, and Steiner 2009;
Wang et al. 2017; Brinkley-Rubinstein 2013; Garcia-Grossman et al. 2023;
Wang, Wang, and Krumholz 2013). Healthcare in correctional settings

can be explicitly rationed with many barriers to access (Peteet and Tobey
2017) and the health disparities present during incarceration persist post
release. In the months following release from a correctional facility, patients
experience higher hospitalization rate and all-cause mortality compared
with the general population (Sankaran 2023). One study found that every
year of exposure to incarceration is associated with a 2-year reduction in life
expectancy (Patterson 2013).

The disparate impact of mass incarceration on Black and Indigenous
People of Color (BIPOC) in the United States and massive racial disparities
in rates of incarceration have been well documented (Neills 2021). Focusing
on the location of our research, state data shows that, of those who are
incarcerated in California state prisons, 28.3% are Black, 44.1% are
Hispanic, 21% are white, and 6.6% are other races, with approximately
19.4% born outside of the U.S. (California Department of Corrections and
Rehabilitation 2019). For comparison, the population of California is 36.5%
white non-Hispanic and only 6.5% Black (U.S. Census Bureau 2024). These
numbers are even more stark in the context of San Francisco, where Black
people make up 5.7% of the county population and 43% of the population
of the county jail (San Francisco Sheriff’s Department 2024).

It has been well established that incarceration can have serious negative
health consequences. High levels of communicable disease, exposure to
violence, and decline in socioeconomic status after incarceration can all lead
to lifelong poor health (Hogg et al. 2008). Mass incarceration thus serves as
a “key component of structural racism that creates and exacerbates health
inequities” (LeMasters et al. 2022).

Bioethical Crisis of Autonomy and Decision Making
While this chapter began with a focus on clinicians who abused their

positions of power, we are more interested in the structural limitations on
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care that shape patient-provider relationships and decision making. There
are phenomenal clinicians who chose to work in prisons and jails precisely
because they want to care for a vulnerable patient population in need of
excellent healthcare. Yet, in our research, we’ve heard from clinicians who
struggle to navigate shared decision making in carceral settings and worry
if they are providing ethical care. Here is an example from a provider who
realized that, despite her best efforts, informed consent with a patient was

not adequately obtained:

I had a patient who came to see me for a method of contraception....

I thought it was very open-ended, non-directed counseling session. At
the end she decided on an IUD. I said ‘ok great, let’s go through the
consent form.” We went through the consent form. And then she was
getting undressed behind the curtain and said very casually, ‘hey so doc,
do I have to get this?” And I was like mortified. Because I thought I was
being so kind and open ended and non-coercive. And she just casually
internalized or assumed that this conversation meant she had to do

something and had to do an TUD.

This quote is from a healthcare provider recalling an experience caring
for a patient in a county jail. In many ways, it is a positive story. The pro-
vider went on to describe feeling horrified that she may have performed an
unwanted or coerced procedure. She did not place the IUD that day and,
in fact, worked to revise the policy at her institution so that there was one
visit for counseling and another visit to place the IUD as a mechanism for
safeguarding against coercion. She acknowledged that this change in policy
could mean that some patients go without a wanted form of birth control;
people often leave jail quickly, sometimes with little warning. But this
provider felt that it was better for someone to go without needed medical
care than to have a procedure without proper informed consent.

This example raises important questions about how autonomy in
medical decision-making is conceptualized and how respect for autonomy

1s practiced. Autonomy is typically defined as an individual’s capacity for
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self-determination. Respect for autonomy - usually understood to mean
allowing capacitated individuals to make decisions about and for them-
selves- is a central tenet of U.S. bioethics, yet bioethicists have increasingly
realized the difficulty in reconciling autonomy with unjust contexts in
which serious constraints and coercive structures influence patient choice.
Healthcare professionals may reasonably ask whether informed consent is
possible in these contexts, or whether practices of medical decision-making
and informed consent actualize respect for autonomy in practice.

Most people who are incarcerated maintain their capacity and right
to make medical decisions. (While decisions to remove capacity — in both
institutional settings and the free world —is a critical topic, it will not
be explored here). However, their freedom to make medical decisions
according to that autonomous capacity can be limited. The structural and
systemic obstructions on freedom created by incarceration affect both the
internal constitution of the autonomy of incarcerated patients and the
external availability of what they might choose. Here we describe some of
the mechanisms of oppression of incarcerated patients making medical

decisions to highlight the tensions impacting autonomy in this context.

Structural barriers to communication and patient-clinician relationships

Across a series of studies, we have elucidated patterns in communica-
tion and barriers to clinical decision-making between incarcerated patients
and providers (Jeske, James, and Joyce 2023; James 2023; James, Riddle, and
Perez-Aguilar 2023; James 2021; Avila and James 2024). Like many other
vulnerable and marginalized groups, effective health communication with
incarcerated patients can be challenging. Patients and providers have differ-
ent knowledge of disease and often approach decision making and consent
differently. This is heightened by the communication barriers and power
asymmetry in carceral healthcare (Pierce 2016). Further, and especially
in the context of women’s prisons, patients are often survivors of trauma
(Lehrer 2021; Courtney and Maschi 2013; Jewkes et al. 2019; Levenson
and Willis 2019; Auty et al. 2022; Law 2015; Harner and Burgess 2011),

which, as we’ve demonstrated through our preliminary research, can make
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informed consent and shared decision making even more challenging, due
to lack of trust and fear of asking questions (Jennifer E. James 2021; Jeske,
James, and Joyce 2023; Jennifer E. James 2023; McCauley et al. 2020).

The harms perpetuated by individual healthcare professionals in
carceral facilities, particularly in reproductive health, have been well
documented (Law 2015; McCormick 2021; Rayasam 2024). Yet, even in
the absence of overt harm, formerly incarcerated patients have described a
culture of lack of options and information. Many patients described feeling
like their clinician only offered one treatment option, or as one formerly
incarcerated participant noted, “Your other option is no care at all.”
Another patient described a nurse advising her to take the recommenda-
tions of her doctor to undergo a sterilizing procedure by saying, “Either you
are going to want to do what he says to do, or he’s not going to want to help
you.”

Many participants described being offered only a hysterectomy, for
example, as treatment for heavy periods or fibroid tumors. As one patient

with painful periods described:

And so really the only option that was given to me was get a hysterec-
tomy.... I didn’t feel like I had another option because no other options
were given at the time. It felt helpless and hopeless. I also didn’t even

question it at the time due to my trauma.

When asked to say more about the role of her trauma in this deci-

sion-making process she said:

I was still fairly new in my time [in prison] and I hadn’t yet gotten the
tools or I hadn’t yet taken my power back to stand up for myself. And
being for me that it was another male that said ‘no, this is what you're
supposed to do,” I just went with it without question because I didn’t
want to cause... To me standing up to a male GYN or just a male
period at that time, if I would’ve said no or opposed it, it would’ve, in

my mind at the time, it would’ve resulted in violence. And that scared
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me because I didn’t want to go through another violent episode with

another man.

This patient described being offered only one care plan, which alone
is a violation of informed consent. However, importantly, this patient is
describing that, due to both her own history of trauma and the structural
violence in the prisons system, she did not feel safe to refuse or question
this option. Even if more options had been provided — and even despite an
implied option to refuse care — this patient did not feel safe to express con-
cern or her preference. She was sterilized at a young age because she felt it
would be unsafe to question the care plan from her prison doctor. While the
clinician involved in this story likely could have used better communication
techniques to understand the patient’s goals of care, describe her options,
and allow space for questions and alternatives, this story also represents a
structural barrier to care. This woman, due to the conditions that led to her
confinement, in combination with the confinement itself, did not feel she
had autonomy over her body or her decisions.

Healthcare professionals we interviewed also described worry about
patient autonomy, though at times it stemmed from internal conflict
between a desire to protect patient autonomy when the option the patient
wants feels like it’s not within the patient’s “best interest.” As one provider

who sees patients during incarceration described:

I sometimes will see patients in very difficult circumstances who actually
want pro- reproductive changes in their birth control or their health.

So they want to have an IUD removed or a Nexplanon removed and
they are actively using [drugs], they just got out of psychiatric hospital-
ization, they already have children who have been born with physical
disabilities because of drug abuse during pregnancy. And it’s really hard
as a2 human to not... Those are the ones that are ethically the hardest
for me to not... To just feel... I can feel my own thoughts and opinions

coming through... I want to do what the patient truly wants. But ...
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This provider is describing feeling conflicted about supporting patient
preferences and choices, despite advocating strongly for incarcerated
people to have the right to access contraception and abortion. She wants
to protect patient autonomy, but worries about patients making decisions
that providers believe may not be in their best interest or in the best interest
of potential future children. As another provider described, they have
to maintain a “really difficult balance between knowing if’ someone can
consent to a procedure versus being paternalistic and making a decision
for them or making a delay for them that will lead to, you know, them not
getting what they ultimately desire.” While this tension — particularly around
advocating for long-acting birth control and ideas of pregnancy intention
— exists in many contexts (Dehlendorf et al., 2024, the structure of prisons
and jails means that nearly all patients will be in a circumstance which a
physician may judge to be a less than ideal times for “pro-reproductive”
decisions. The structural realities of prison and jail, including separation
from family, loss of employment and housing, disruption of parental rights,
and potentially violence, abuse, and addiction, all present rationales that a
clinician could use to deny autonomy. While this could be viewed as a classic
example of clinician paternalism, the structure of carceral environments
can surface and centralize these concerns. Further, patients are structurally

prohibited from seeking other care options if a clinician is.
Structural limitations of care

The second jail I worked at, IUDs and Nexplanon were not available
because they were considered too expensive. Because it [the jail] was
run by a for-profit corporation.

—Jail Clinician

The carceral healthcare context affects both patients and providers in
unique ways that can negatively impact the clinical encounter, by prioritiz-
ing the goals of the jail/prison over those of healthcare. While medical care

in some institutions is run by the state or county and in others is contracted
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out to a for profit company, in general, healthcare in prisons or jails runs as
an insular health management system, which both delivers the healthcare
and sets the policy on what care is covered. A culture of what often feels, to
patients and clinicians alike, like restrictions on available care, coupled with
interpersonal communication challenges between patients and clinicians
and a general sense of lack of autonomy and choice in prison can lead
many incarcerated patients to feel that they do not have any choices in their
care. Among those we interviewed, this was often interpreted as a punitive
feature of the prison system itself.

Patients have quite commonly described tooth extraction as the only
care option for a toothache or cavity. Others describe going without
medication because of side effects of the only available medicine in the
prison formulary; one patient described her options when she was unable
to continue a medication saying, “it’s either that or nothing. So I think you
do have a choice, and the option is just no help at all.” However, even the
choice to refuse care is complicated as it can, from the patient perspective,
be interpreted within the system as refusing all medical care. One par-
ticipant, Ms. Legacy, who is in substance use recovery, reported that when
she refused narcotics for pain to protect her sobriety that the response was
“when you refuse that, then they say you are refusing medical attention.”

Despite the legal right to refuse care, many patients reported facing
forms of retaliation or punishment for refusing care. That is, what could be
an individual decision (to refuse care) or an issue of interpersonal communi-
cation (negotiating care options with one’s clinician), in the carceral context
operates as a structural issue by the nature of how refusals are documented.
Further, many patients expressed a worry that a documented refusal could
become a justification for punishment. One woman, Isis, reported that she
was sexually assaulted by a nurse while incarcerated. For a period after this,

she refused to go to medical appointments. She described this time saying,

I was threatened if I didn’t go to my medical appointments—because
I became very fearful of going to medical, I didn’t trust them no more

and I didn’t want to be there—1I was threatened to get written up. 1
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would get in trouble. I've gotten written up a few times for refusing to go

so, yeah, that was definitely a form of retaliation.

Both sexual assault and not being believed or feeling like one has no
recourse following assault in prison are, unfortunately, all too common
(Fedock et al., 2016, 2019; Wolff et al., 2006). While survivors of custodial
sexual abuse have used legal remedies, such as class action lawsuits, to draw
attention to harm and seek injunctive relief (e.g., institutional changes)
both abuse and disbelief remain common. Isis was justified in her fear of
retaliation.

Reporting abuse often results in being placed in administrative
segregation. But, even if one does not report and, like Isis, refuses care, even
something as small as a “write up” can become a reason for a praole denial.
While this is the story of only one person, these types of stories circulate the
prison and perpetuate the idea that “medical” is not a place for healing or
a source of care. For some it can serve as a site of violence, but in general it
can feel like a place where disagreeing with one’s clinician could potentially
lead to more time behind bars. This is coupled with the pervasive percep-
tion that the system does not want to help them; this perception extends to

healthcare. Another participant said,

You see people so sick. I've seen people die in their rooms because they
won’t go to medical. [My friend] died in her own room because she
wouldn’t take medical, she’s like, ‘why, they’re not going to do nothing.
They’re not going to do nothing,” She died in the room three nights
later. Because you don’t want to go. You don’t want to deal with it. You

just want to be like, okay, I can handle this.
Correctional officers as gatekeepers to care
You need custody to bring patients to you and you need custody to

bring patients to the hospital. And to help provide care you need

custody’s eyes and ears to see how patients are doing... You need to
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work as a team and you need to be really separate.

—Prison Clinician

Perhaps the most common sentiment expressed across dozens of
interviews about numerous types of healthcare experiences, was patients
being told “Nothing’s wrong with you.” There was a consistent perception
that, in the eyes of the institution and its agents, incarcerated patients are
not to be believed, are manipulative, or should not speak up to advocate for
themselves. Months, years, or decades of being told that one’s perception of
their health 1s wrong weighed on those we interviewed. Many participants
described not feeling like they should or could articulate their symptoms or
needs when receiving community-based care either. While some participants
described this sentiment as coming from healthcare providers, others
described being disbelieved by correctional staff, who often determined if or
when someone could access care for the acute onset of illness.

One woman, who asked to be called Second Chance, described the
importance of demonstrating one’s character while in prison. According to
Second Chance, she was known as the “Church Lady” while she was inside
due to her involvement in faith-based activities. She expressed that she felt
she was lucky because she was incarcerated when she was in her late 30s, a
bit older than most are when they first go inside, and knew to be “respect-
ful” and how stay out of trouble. She said the guards thought of her as “one
of the good ones.” Second Chance said, “If you don’t have that type of
character in you to let them see, they’re not going to show you any type of
caring, any type of sympathy. They’re not going to show you anything. They
just feel like you don’t deserve it.” According to Second Chance and others,
women who are incarcerated have to prove their worth and humanity
before they are afforded access to healthcare when ill. In the view of Second
Chance and others, if the guards didn’t see you a certain way, you wouldn’t
be believed when you got sick.

In this sense, correctional officers act as gatekeepers to healthcare.
Barriers to care are not unique to carceral environments. Many patients in

community settings face barriers such as insurance status, transportation,
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wait times, language barriers, and more. Yet, healthcare operates differently
inside prisons where an individual needs permission from a security officer
to avail themselves of medical service. Many formerly incarcerated women
understand why the system works this way; they note that there are “fakers,”
who as one participant described it, “pull shenanigans” and fake illness at
times. However, there is a severe cost to this, especially to those who may
have not demonstrated “good character” in the past. As Second Chance
described, “a lot of ladies have died in there because of the lack of care,
because they didn’t believe them. Absolutely. I've had quite a few friends
that died in there from cancer and stuff'like that because when they got sick,
they just didn’t believe that they were sick like that. And they waited until
the cancer got to phase 3, phase 4 and then they died.” Second Chance
herself noted that despite her own good reputation, despite being “the
Church Lady,” when she became sick, the officers still “thought that [she]
was just trying to get attention.”

Correctional officers also play a key role when incarcerated patients are
transferred to hospitals or other community-based care settings. Research
shows that the presence of correctional staff changes how care is delivered,
with healthcare providers noting that the presence of law enforcement
officers in the room challenges their ability to develop patient-provider
relationships, discuss treatment plans, spend time with patients, and
maintain privacy (Kaiksow, Williams, and Haber 2023)(Haber et al. 2019;
Tuite, Browne, and O’Neill 2006; Zust, Busiahn, and Janisch 2013; Harada,
Lara-Millan, and Chalwell 2021). Incarcerated patients are still entitled
to privacy (Kaiksow, Williams, and Haber 2023) and HIPAA protects the
health information of people who are incarcerated (Scarlet and Dreesen
2019; 2017). However, the enforcement and protection of the right to
privacy is materially different for incarcerated patients, who may often be
accompanied or surveilled by correctional staff. Practices like shackling
and the presence of armed guards limits privacy and has the potential to
discourage patients from sharing information with their clinicians, which
may in turn limit autonomy and self-advocacy (Scarlet and Dreesen 2021).

Most clinicians have not received training on how to interact with correc-
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tional staff. In several studies, providers described guards and correctional
staff'as “intrusive” (Zust, Busiahn, and Janisch 2013; Harada, Lara-Millan,
and Chalwell 2021). Overall, clinicians express uncertainty about whether
to request that correctional officers remove shackles or leave the room
(Sankaran 2023). Physicians and nurses have been reported to interact
differently with corrections staff and with security protocols, with nurses
more likely than physicians to discuss the reason a patient is incarcerated
with a correctional officer and less likely to ask correctional officers to step
out for exams (Brooks, Makam, and Haber 2022).

The provision of care to incarcerated patients presents several ethical
challenges. Healthcare providers may be obligated to follow reasonable rules
set by correctional officials. While clinicians can challenge these rules, often
the decisions ultimately lie with the correctional officials (Kaiksow, Williams,
and Haber 2023; Kaiksow, Patel, and Fost 2023) heightening the potential
for moral distress among clinicians and raising the need to center power in

analysis of autonomy, consent, and decision-making;
Prioritization of security

When you leave the institution to go out for medical care...they parade
you and take you in the back. You’re shackled at your waist, your hands
and your feet... It felt like it was implied that, you know, this is public
enemy number one, we’re going to do as little as possible. Yes, we have
to treat them, but we don’t like it. I felt like a spectacle.

—Optimus Prime

Prisons and jails offer a varied range of health services, depending on
the capabilities of the facilities. This can range from small jails with limited
clinical staft' and capabilities, to prison hospitals capable of performing
operations and tertiary levels of care. In all cases, when the healthcare
needs of an individual surpasses the level of care that can be provided at a
correctional institution, patients are transferred to offsite hospitals or clinics

for care. While discussion of forced sterilization often centers on California
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prisons, it is important to remember that these surgical procedures took
place in community and academic hospitals. The structural limitations on
autonomy that shape care inside prisons and jails, also manifest in commu-
nity contexts when patients are transferred to hospitals or clinics for care.
In general, we heard from both patients and clinicians a perspective that
security policies often override the medical needs and priorities of patients
and providers. This is true both inside and outside of carceral facilities,
but it often felt more acutely in care delivered at community hospitals and
clinics where security staff, weapons, and shackles become a feature of the
delivery of care.

Correctional officers play a key role when incarcerated patients are
transferred to hospitals or other community-based care settings. Research
shows that the presence of correctional staff changes how care is delivered,
with healthcare providers noting that the presence of law enforcement
officers in the room challenges their ability to develop patient-provider
relationships, discuss treatment plans, spend time with patients, and
maintain privacy (Kaiksow, Williams, and Haber 2023; Haber et al. 2019;
Tuite, Browne, and O’Neill 2006; Zust, Busiahn, and Janisch 2013; Harada,
Lara-Millan, and Chalwell 2021). Incarcerated patients are still entitled
to privacy (Kaiksow, Williams, and Haber 2023) and HIPAA protects the
health information of people who are incarcerated (Scarlet and Dreesen
2019; 2017). However, some health systems policy manuals have been found
to include wording that erroneously states that HIPAA does not apply to
incarcerated patients (Junewicz 2014; Goldstein 2014) and the enforcement
and protection of the right to privacy is materially different for incarcerated
patients, who may often be accompanied or surveilled by correctional
staff. In several studies, providers described guards and correctional staff
as “intrusive” (Zust, Busiahn, and Janisch 2013; Harada, Lara-Millan,
and Chalwell 2021). Physicians and nurses have been reported to interact
differently with corrections staff and with security protocols, with nurses
more likely than physicians to discuss the reason a patient is incarcerated
with a correctional officer and less likely to ask correctional officers to

step out for exams (Brooks, Makam, and Haber 2022). Many participants
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described having intimate examinations, hearing devastating news, or

even giving birth with a correctional officer in the room, aware of all that
was said. When asked to describe what good care looks like in the hospital
setting, one participant told us about a provider who asked the staff to step
out of the room. Just that simple step of ensuring they could have a private
conversation, made the participant feel like they were treated with respect.

Hospital policies regulating the care of incarcerated patients can vary.
Often, these policies are a patchwork of local, state, and federal law, with
conflicting directives from hospitals, law enforcement, and correctional insti-
tutions. These policies, including the default usage of shackles and police
presence in the room, may have the consequence of relegating incarcerated
patients to second-class status (Junewicz 2014) and have the potential to
discourage patients from sharing information with their clinicians, which
may in turn limit autonomy and self-advocacy (Scarlet and Dreesen 2021).

While at least some policies and guidelines for the care of incarcerated
patients exist at most hospitals (Smith 2016) they are highly variable and
often focus on security requirements, and not the unique vulnerabilities
of this patient population (Suh and Robinson 2022). Further, importantly,
research has shown that providers are often unaware of policies or guide-
lines for the treatment of incarcerated patients, with one study showing that
out of 184 surveyed physicians,180 had cared for an incarcerated patient
but only 3 were aware of any guidelines in place for their care (Tuite,
Browne, and O’Neill 2006). Overall, clinicians express uncertainty about
whether to request that correctional officers remove shackles or leave the
room (Sankaran 2023).

When in the hospital, the majority of incarcerated and detained
patients are shackled for most or all of their hospitalizations — regardless of
their conviction status, alleged crime, or risk of violence or flight (DiTomas,
Bick, and Williams 2019; Junewicz 2014; Scarlet and Dreesen 2017; Haber
et al. 2022; Douglas et al. 2021; Grundy, Peterson, and Brinkley-Rubinstein
2022; Hernandez 2022; Courtwright, Raphael-Grimm, and Collichio
2008). The First Step Act of 2018 prohibited the use of shackling during

labor and delivery for people incarcerated in the federal system, and 39
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states have similar laws restricting the use of shackles during birth (Kramer
et al. 2023), however, these laws are not always enforced and apply to only a
fraction of hospitalizations and acute care events experienced during incar-
ceration. Even in the case of labor and delivery, which has the clearest laws
and guidelines, a study of U.S. perinatal nurses’ found only 7% correctly
identified whether their states had shackling laws and only 3% correctly
identified the conditions under which shackling may ethically take place
(Goshin et al. 2019). In one survey, 65% of medical residents noted caring
for a patient who remained shackled during surgery and 45% reported
witnessing patients shackled while intubated and sedated (Moin and Sisti
2019; Douglas et al. 2021), despite it being “extraordinarily unlikely” that
any escape or other attempt would happen after a patient is sedated (Beyer
and Applewhite 2022).

It has been well established that the use of shackles during hospitaliza-
tion compromises care (Junewicz 2014; Zust, Busiahn, and Janisch 2013)
and influences how providers view and interact with patients (Harada,
Lara-Millan, and Chalwell 2021). Visible restraints may exacerbate stigma
(Scarlet and Dreesen 2021) and has been reported to influence the quality
and type of care delivered by both physicians and nurses (Beyer and Apple-
white 2022; Harada, Lara-Millan, and Chalwell 2021; Haber et al. 2022).
Shackling during procedures and examinations is a violation of autonomy
that can erode trust and potentially reduce the efficacy of therapies and
interventions, including delaying recovery through restricted ambulation
(Beyer and Applewhite 2022; Scarlet and Dreesen 2017).

In sum, the provision of care to incarcerated patients in the hospital
presents several ethical challenges. Healthcare providers may be obligated
to follow reasonable rules set by correctional officials, but it can be unclear
which rules or restrictions are reasonable. While clinicians can challenge
these rules, often the decisions ultimately lie with the correctional officials
(Kaiksow, Williams, and Haber 2023; Kaiksow, Patel, and Fost 2023) height-
ening the potential for moral distress among clinicians and raising the need
to center power in analysis of autonomy, consent, and decision-making;

Participants in our study who underwent sterilization procedures reported
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signing a consent form, which no one reviewed with them, while shackled to
a gurney and in the presence of an armed correctional officer. Coupled with
limited options for care and feeling unable to refuse a doctor’s recommenda-
tion, signing consent while restrained and surveilled raises critical questions

about the possibility of true free and informed consent.

Structurally Diminished Autonomy

The structure of care delivery in prison, which includes limitations on
the number of medical problems that can be presented, types of medica-
tions that can be offered, and correctional officers acting as gatekeepers to
care, can create a punitive care environment. The perceived punitive nature
of care is magnified by those who, often due to perceptions of their race,
gender, and class, are perceived to be aggressive, assertive, or unworthy
of care. This creates interpersonal, structural and systemic restrictions on
autonomy, with even those clinicians who strive to offer patient centered
care being limited in their ability to build trusting relationships by a
structure that prioritizes institutional safety and security, diminishes personal
autonomy, and presumes that patients are not to be trusted.

When incarcerated, one’s body becomes the property of the state.
Individuals lose the right to determine what they eat, where and when
they sleep, and how they spend their time. Control over one’s health and
wellbeing are deeply infringed upon, and this lack of autonomy extends
to the healthcare context. While patients have a right to access healthcare,
their ability to make decisions about their care, let alone pursue health and
wellbeing, is structurally stripped away by the punitive nature of carceral
facilities. While protections for medical informed consent exist, at least
in the law, for people who are incarcerated, the right to personal bodily
autonomy is fundamentally disrupted and challenged by incarceration.

Autonomy is a bedrock principle of healthcare and bioethics in the
U.S. and there are explicit laws to protect the autonomy of incarcerated
patients (e.g., right to refuse, the existence of consent forms). Yet the
system 1s designed to constrain and limit choice in nearly all areas of life.

These limitations on choice allow for both bad apples — doctors who may
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be motivated to provide negligent or abusive care — and poor practices

of consent and autonomy to flourish, even when clinicians have the best
intentions. When a system limits autonomy in all other areas of life, that can
easily slip into the healthcare system and — intentionally or unintentionally
— allow for people to be subject to procedures they don’t really want or to
refuse medical care out of fear or mistrust, which can lead to more harm
and complications. Even for rights that are protected by law (e.g, the right
to refuse medical care), threats of harassment and retaliation persist, and
the right to seek care remains conditional on the structural and punitive
conditions of incarceration.

As described, refusals of care can result in a write up or be documented
as refusal of any treatment for the condition. Similarly, just as in the free
world, patients can lose wages or be reprimanded for missing work for a
medical appointment and may face incredibly long wait times for appoint-
ments. Importantly, security protocols often require invasive strip searches
for patients coming in and out of the facility for outside medical appoint-
ments. Patients may refuse needed outside care to avoid a traumatizing
ritual. In these scenarios of refusal, patients are making a choice that should
be honored and respected. Yet, it is not a choice free of constraints.

In order to better articulate this problem, we developed a conceptual
framework to describe the process of health decision-making for people who
are incarcerated within the complex healthcare and carceral policy land-
scape (See Figure 1). Our goal with this framework is to further categorize
the limitations on autonomy and decision-making to elucidate priority areas
for further research and advocacy. It is essential to understand the structural
forces driving not only who 1s incarcerated but the interests of the state in
both criminalizing and providing custodial care for this population (James
2022; Valles 2023; James 2023). This model is driven by six key assump-
tions, based in our research.

First, we place decision making and informed consent within the
individual sphere, under the umbrella of interpersonal relationships, noting
that patient values should drive health decisions. This is based in a U.S.

model of healthcare decision-making which assumes that autonomy and
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Correctional

Security Priorities
*Restraint and restriction of
movement
Interpersonal *Restriction of information
+Correctional staff

Patient - Provider Relationship ~ Presence and involvement

+Provider - Corrections partnership  *Discharge requireme
(e.g., medications

available; follow up)

Figure 1: Conceptual framework for hospital-based health decision-making during

incarceration
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informed consent is central to the provision of ethical healthcare. In order
for a patient to make an informed choice about their care, they must be
informed of the risks, benefits, and alternatives to any intervention in a
language they can understand, in a conversation driven by their values and
preferences. Of note, this model does not include family or community as
central. While this is somewhat aligned with a U.S.-based ethical framework,
it also speaks to the explicit exclusion of family and community from most
carceral healthcare spaces.

Second, as in the free world, these decisions occur within the context
of the patient-provider relationships. However, third, the model clarifies
that the carceral health care system, via limited choice and the presence of
correctional officers, complicates both this relationship and the possibility
for patient autonomy. Clinicians, in both carceral and hospital settings, are
required to collaborate with correctional staff to deliver healthcare, whether
through Cos bringing patients to medical appointments, or through negotia-
tions on the presence of GOs or other security measures in clinical spaces.

Fourth, this model assumes that healthcare ethics principles, such as
the right to privacy and respect for autonomy, may at times come into
conflict with correctional security priorities, such as the presence of cor-
rectional officers and restrictions on care delivery. We argue that, whether
necessary or not, the presence of correctional officers limits both privacy
and autonomy, both of which compromise the right to refuse care. One
cannot make as free of a choice about their healthcare when they are not
free to leave, when their jailer is in the room, or when there is an implicit
threat of violence (via the presence of weapons) if their actions are viewed
as threatening or even disrespectful. Further, institutional restrictions on
care, including limitations on medications (e.g., opioid pain medications
may not be permitted), communication (patients may not be told when
follow up care will be provided), and living conditions (e.g., diet, bunk beds,
work requirements) may all drive what care is offered, rather than the
clinical judgement and beneficence of the clinician. Finally, research has
demonstrated that involvement of surrogate decision makers in the case of

incapacitated patients is often limited; correctional staff, rather than loved
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ones, are often tapped to make medical decisions. This may be in cases
where there is no family or family cannot be reached but also occurs when
correctional staff refuse to call family, often not allowing their involvement
until the end of life (Batbold et al. 2023).

Fifth, this model assumes that judicial oversight, policy, and regulations
directed at criminal legal systems intersect with healthcare system policies
and may play a particular role in shaping the delivery of care. Much of
this 1s not dissimilar to all of healthcare; staffing requirements, local, state
and federal law, specific institutional norms and regulations, all play a large
role in shaping how care is delivered. The carceral settings adds unique
tension here. First because criminal legal system policies dictate factors
such as who is incarcerated in the first place, for how long, and in what
type of setting. But, further, because factors like sentencing may dictate the
type and condition of care; for example, being incarcerated in a maximum
security facility may mean more policing is necessary for accessing care.
Orp, for example, a patient receiving care in a skilled nursing facility under
a medical parole program may have restrictions put on them as a condition
of parole (e.g, restriction on visitation or the right to leave the facility) that
are in direct contact with CMS regulations for residents of nursing homes
(Mendelson and Yu 2022). There is a deep complexity in trying to integrate
two highly bureaucratic and hierarchical systems to collaborate when their
primary missions may be in tension.

Finally, this model elucidates that issues of patient-provider relationships
and decision-making must be viewed through an intersectional lens. We
must examine the oppressive forces of racism, sexism, and classism as the
impetus for a system of punishment and social control, which is enacted
via state violence and influences the interpersonal and individual domains.
Specifically, in the case of forced sterilizations, we center obstetric racism,
which has seven key dimensions: diagnostic lapses; neglect, dismissiveness,
or disrespect; intentionally causing pain; coercion; ceremonies of degra-
dation; medical abuse; and racial reconnaissance (Davis 2019), all of these
have been documented occurring to people while incarcerated in California.

We center prison industrial complex (PIC) abolition and, in particular,
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abolition feminisms in our approach, highlighting that incarcerated people

must be centered in any analysis of state violence (Davis et al. 2022).

Conclusion: An Abolitionist Vision for Bioethics

The criminal legal system is a violent system based in racism and social
control. Like other similar systems, including slavery and segregation,
incarceration requires a deeply embodied othering. For society to accept and
be comfortable with the idea of incarceration — the idea of locking people in
cages and depriving them of liberties — we must believe they are fundamen-
tally different from ourselves. It is challenging to maintain humanity within
a system that relies on dehumanization to function. As Ruth Wilson Gilmore
describes, racism makes it possible “to become so detached from another
human being that another person with a different skin color might not even
seem human” (Gilmore 2022). The criminal legal system has extended and
legitimized this detachment. That is, the idea of incarceration continually
reinforces itself. We create the “criminal” as a violent and dangerous other
in need of incarceration for the safety of the public. This danger means that
incarcerated individuals are deserving of punishment, and a loss of auton-
omy feels both necessary and legitimate. The loss of autonomy naturally
and necessarily translates to a loss of bodily autonomy, which despite laws
aimed at protecting rights in healthcare, has meant a lack of autonomy in
medical decision-making and an erosion of informed consent.

Yet, in parallel, medicine is also a structure of control, one that can
violently enact force over patients (Davis 2019). While distinct from the label
of “criminal,” being hailed as “patient” similarly creates subjects. Within
highly medicalized systems, people are always, already patients (Joyce et al.,
2020); yet patienthood is constructed based on intersecting oppressions and
identities. Patienthood is materially different in the context of incarceration.
While patienthood may be presumed to be potentially protective identity, our
research has shown that, often, it is not able surpass the primary identity
of “inmate”(James, 2023). Violence or loss of autonomy that may be
experienced as a patient is magnified in this setting. Any forms of protection

that being a patient may offer (e.g., a presumed need for care), may not
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be sufficient to ward off the structural realities of incarceration or the
concerns of safety and security that rule day-to-day life. The patient journey
is marked by disbelief and denial of care (Jeske et al., 2023), creating, for
some, the feeling that healthcare is another form of punishment enacted by
the state. We argue that due to this complex transformation of patienthood,
true informed consent is not fully possible in carceral settings; the structural
limitations are too great, diminishing autonomy even when clinicians have
the best intentions. This presents a moral imperative to intervene.
Abolition, as a vision, a movement, an idea, is in closer grasp than it’s
ever been. The racial reckoning of 2020 led, for perhaps the first time, to a
broader awareness of and interest in the tenets of prison industrial complex
(PIC) abolition. The idea of defunding the police became a part of main-
stream conversation, if not reflected in law and policy. In the last decade,
the U.S. has begun to see a decrease in incarceration for the first time in 50
years. In California, after decades of tremendous advocacy, there has been a
70% drop in the number of people incarcerated in women’s prisons, moving
from 12,688 people incarcerated in women’s prisons in 2010 to 3699 in
2022 (Mitchell and Piatt 2023). We see for the first time the possibility that
the safety and community of California is not dependent on incarceration.
Bioethicists should play a leading role in the call to limit incarceration
in our society. We must recognize that even the most fervent attempts to
protect autonomy are grounded in changing how decisions are made,
rather than changing the social context in which people make decisions.
As described earlier, healthcare professionals may worry that even in cases
where patients demonstrate full informed consent, respecting individual
autonomy in the context of social or distributive injustices can perpetuate
the conditions of injustice. There seems to be no good answer to how to
respect a marginalized individual’s (possibly diminished) autonomy. Over
the last decade, as a response to concerns about diminished autonomy
and the abuse of incarcerated people, California has taken steps to protect
these patients, but often at the cost of their autonomy. For example, take
California State Senate Bill 1135. This legislation, passed in 2014 after the

forced sterilization came to light, prohibited sterilization for the purpose
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of birth control for anyone incarcerated in California. This law was seen

as a necessary step to guard against abuse, however the result has been
violation of autonomy in the name of protecting patients. While harm and
reproductive injustice have not stopped in prisons, some women may be
unable to access wanted or planned sterilizing procedures. We must ask why
violations of individual autonomy are seen as the remedy for exploitative
and abusive practices. Further, we must contend with the possibility that
efforts to protect autonomy through policy, rather than with a fundamental
transformation in the goal and reality of incarceration, may never be fully
realized.

We argue that reforms are not sufficient to solve the problem of
diminished bodily autonomy in carceral settings. There is no training on
informed consent for providers, no plain language summary of a consent
form, no hotline for patients to ask questions that can overcome the trau-
magenic nature of prison, the structural violence embedded into carceral
facilities, and the dehumanization that begins the moment someone is
arrested. Prisons and jails put structural limitations on autonomy. Bioethics
has a duty to name this as an afront to the bedrock principles of the field

and to seek abolition as a way of enacting justice in our society.
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In this chapter, we explore how health (and, more often, harm) have
been conceptualized and measured for people in solitary confinement,
analyze the tools (and their limitations) that have been deployed to measure
health and harm, and ultimately argue that many measurements, and asso-
ciated reform efforts, confuse harm mitigation for health. Importantly, two
of the foundational studies attempting to document and measure harm in
solitary confinement took place in the context of litigation (Grassian 1983;
Haney 2003), and many subsequent studies have been cited in litigation
both in defense of and in opposition to solitary confinement practices
(e.g., O’Keefe et al. 2013 and Reiter et al. 2021 in Harvard v. Dixon (2019)).
In other words, how harm in solitary confinement is conceptualized can
determine whether courts deem the practice legal or illegal, constitutional
or unconstitutional (e.g, Lobel & Akil 2018; Reiter 2016).

Our central point of analysis is nearly a decade of work conducted by
our research team in Washington state prisons analyzing both changing
patterns in the state’s use of solitary confinement and the lived experience
of these conditions for both incarcerated people and staff. Our research
team first started collecting data on experiences in solitary confinement in
Washington state prisons in the spring of 2017, following more than two
years of research planning and training to gain access and develop multi-
method research protocols for data collection. We concluded our first phase
of research in the state in 2020 and published a policy report on our initial
work in 2021 (Reiter et al. 2021). In total, this project involved obtaining
and analyzing 15 years of administrative data about solitary confinement
use, administering 315 paper surveys to incarcerated people and staff, and
conducting a total of 263 in-depth qualitative interviews with incarcerated
people and staff. In 2022, we began a second phase of research evaluating
the interventions of Amend, “a public health and human rights program
that works in prisons to reduce their debilitating health effects on residents
and staff,” in Washington state prisons, with a particular focus on Amend’s
solitary confinement reform efforts (“About Amend at UCSE” ND). To
date, we have administered 797 paper surveys to incarcerated people and

staff and conducted 174 in-depth qualitative interviews with incarcerated
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people and staff; we expect to complete data collection on this second
project in 2025. In sum, over eight years, we have conducted hundreds

of interviews with people currently or formerly incarcerated in solitary
confinement in Washington state, as well as with staff working in solitary
confinement units, and thousands of surveys across these populations.

We have also: conducted hundreds of hours of observations of daily life,
structured activities, and procedural hearings in and around these units;
reviewed hundreds of prisoner disciplinary and medical files; and analyzed
administrative data about uses of solitary confinement in Washington state
dating back to 2002. We draw on this work to provide concrete examples of
how we have sought to conceptualize and measure both harm and health
in solitary confinement, in conversation with a fast-evolving and exploding
scholarship seeking to understand both the scale and impacts of solitary

confinement use in the United States, and internationally.

The Colorado Study: Second Guessing the Harms of
Solitary

Our team’s studies of experiences working and living in solitary confine-
ment in Washington state developed at least partially in response to a study
of “administrative segregation” in Colorado state prisons published in 2013,
just a few years before we began our work in Washington State (O’Keefe
et al., 2013). The Colorado study, as it is commonly called, operationalized
solitary confinement as segregation in cells for “23 hours per day,” with
“rigorous security procedures” and “restricted access to programs” (O’Keefe
at 49) and asked whether people housed in these conditions would “show
greater deterioration over time on psychological symptoms” than compara-
ble non-segregated groups (O’Keefe at 49). To the surprise of researchers,
corrections officials, and legal advocates (e.g., Haney 2018), the Colorado
research team found no increase in psychological deterioration in segregated
subjects relative to non-segregated subjects (O’Keefe at 49). In some ways,
the very framing of this finding suggests how researchers are thinking not
about the fundamental health and well-being of incarcerated subjects, but

rather about the relative harms of different conditions of confinement,
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seeking to identify opportunities for mitigation, or what is often referred to
as “harm reduction,” rather than opportunities for supporting health and
well-being.

More immediately, though, the main Colorado Study finding of “no
increase in psychological deterioration” contradicted centuries of theorizing
presuming solitary confinement to be harmful and decades of research doc-
umenting those harms. Charles Dickens dubbed American, Victorian-era
solitary confinement “worse than any torture of the body” in the 1840s;
the U.S. Supreme Court described the practice as, essentially, outdated and
barbaric in 1890 (Reiter 2016: 4); and German psychiatrists documented
hundreds of cases of psychoses associated with solitary confinement in the
early twentieth century (Grassian 1983: 1451). Still, the practice persisted
(Rubin & Reiter 2018). It faced renewed scrutiny with the birth of the
supermax, designed for long-term and large-scale solitary confinement, in
the late twentieth century; psychiatrist Stuart Grassian conducted clinical
interviews with 14 people participating in a class action case to challenge
their conditions of confinement in solitary confinement in 1983 and deter-
mined that their constellation of symptoms constituted a “major, clinically
distinguishable psychiatric syndrome” (Grassian 1983: 1450). A decade
later, psychologist Craig Haney made similar findings in clinical interviews
with 100 people participating in another class action case to challenge their
conditions of confinement in California’s archetypal Pelican Bay Supermax;
the idea of a “SHU syndrome,” experienced by people in Security Housing
Units and similar solitary confinement facilities, was born (Haney 2003;
O’Keefe 2013). Medical and public health scholars, especially, have
continued to produce a steady stream of evidence of both the psychological
and physical harms of solitary confinement, from increased symptoms of
anxiety, depression, paranoia, and post-traumatic stress disorder (Lovell
2008; Hagan et al. 2018; Reiter et al. 2020), to increased rates of self-harm,
suicide, cardiovascular disease, skin irritation, and musculoskeletal pain
(Kaba et al. 2014, Williams et al. 2019; Strong et al. 2020). These studies
describe solitary confinement as fundamentally harmful — and unhealthy.

Nonetheless, second-guessing, or even denying outright the harms of
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solitary confinement was not and is not unprecedented. Grassian cites an
“experimental” 1960s study by Walters that found “no mental or psychomo-
tor deterioration” in 4 days in solitary confinement in 20 incarcerated men,
as compared to 20 other incarcerated men not placed in solitary confine-
ment (Grassian 1983; Walters et al. 1963). And O’Keefe et al. reference a
series of studies by Gendreau and colleagues (see especially Gendreau &
Bonta 1984, titled “Solitary confinement is not cruel and unusual punish-
ment”) that found “few negative impacts of segregation” (O’Keefe et al.
2013: 50). The debate only intensified after the publication of the O’Keefe
study, with a series of meta-analyses, many heavily weighting the O’Keefe
study, arguing that solitary confinement “may not produce any more of

an iatrogenic effect than routine incarceration” (Morgan et al. 2016) and
directly critiquing and questioning the credibility of the earlier clinical
interview-based studies conducted by Grassian and Haney (Labrecque et al.
2020). Notably, the Colorado Study and subsequent meta-analyses building
on it focus not on identifying specific markers of well-being or harm, but
on relative harms between conditions and over time, again steering towards
potential tools of harm mitigation, or exacerbation, rather than acknowl-
edging individual experiences of health or harm. (This despite the strange
use of the term “iatrogenic,” which refers to harms arising incidentally
from “medical examination or treatment” (“Oxford Languages” online), not
harms arising for intentional state action.)

Among scholars (from wide-ranging disciplines, from criminology to law
to public health) grappling with the the Colorado Study’s counterintuitive
findings, much of the conversation revolved around the Study’s methods
(see, e.g., Haney 2018): were the comparison groups appropriate, were the
conditions accurately described, was the BSI (Brief Symptom Inventory)
survey properly administered, were participants followed over a long
enough period of time? Haney raised a number of potential measurement
problems, including the appropriateness of the Brief Symptom Inventory
as a measurement tool and whether subjects were discouraged (either in
individual interactions or by cultural norms) from accurately reporting

the seriousness and severity of their mental health symptoms (Haney
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2018: 395, 388, 390-94). But the majority of his and others’ critiques of
the Colorado Study have focused more on general methods rather than
specific tools. In other words, the question of what tools — or combination
of tools — from specific psychological and cognitive tests to specific interview
questions — might be best deployed to measure harm has been less central
to these debates. This question of tools, though, became central for our
research team, when we had an opportunity to access data and design a
research project to evaluate exactly this question of whether and what harm
is associated with incarceration in solitary confinement.

The Colorado Study and its subsequent critiques influenced our
work in Washington state prisons to understand the effects of solitary
confinement in two central ways. First, the existence of the study galvanized
many stakeholders to seek alternative evaluations of the harms of solitary
confinement. So, while most prison research projects begin with researchers
approaching prison systems to request access to data, or occasionally with
prison systems hiring researchers to analyze data in order to defend or
improve existing prison practices, our own research in Washington state had
an unusual genesis. Washington State Department of Corrections officials
and a private foundation invested in public health research and advocacy,
encouraged by legal advocates challenging solitary confinement conditions,
approached our project’s principal investigator to express support for and
encourage development of an independent evaluation of the uses and
impacts of solitary confinement in Washington state prisons. In other
words, correctional, policy, and legal stakeholders all sought an independent
research evaluation (rather than one led by the prison system itself, as in
the Colorado Study) that might re-conceptualize how to document the
harms of solitary confinement, harms that each of these stakeholders had
personally witnessed and sought to address. And we sought to design such
a study. The second major influence of the Colorado Study was as a coun-
terpoint: how could we identify tools and implement protocols that avoided
the critiques the Colorado Study had faced? We turn to this question now,
interrogating the available tools, with a particular focus on when and how

tools prioritize facilitating harm mitigation in place of either establishing
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baseline standards for health and well-being or documenting the utter

absence of such standards.

Measuring Health and Reducing Harm

When our team began developing a research protocol for understanding
the impacts of solitary confinement on prisoners and stafl in Washington
state, we had two goals. First, we wanted to ensure that our data was robust
and reliable. More specifically, we wanted to avoid at least some of the
critiques that earlier research, conducted in the context of litigation (like the
studies by Grassian and by Haney), or overseen by staff within departments
of corrections (like the Colorado study), had faced. For instance, for our
initial study, Washington state prison officials provided a list of all people
housed in long-term solitary confinement across five Institutional Man-
agement Units (IMUs) in Washington state. We used this list to generate
a random sample of more than 100 interview subjects (Reiter et al. 2020,
Appendix A), seeking to avoid any claims of selection bias, like those faced
by Grassian and Haney. As in the Colorado study, we planned to follow our
interview subjects over one year. However, we focused primarily on compar-
ing within individuals, looking at experiences over time, as compared to the
Colorado study’s primary focus comparing individuals in and out of solitary
confinement. We also sought to gather a broader range of data than just
standardized psychological assessments, as was the focus of the Colorado
study.

Indeed, our second goal was to identify multiple tools and data sources
for understanding people’s experiences (and measuring their well-being)
living and working in solitary confinement. Rather than choosing between
clinical (or research) interviews, which Grassian and Haney used in their
research, or psychological assessment tools, as the Colorado study research-
ers used, we opted for both. And we also reviewed medical and disciplinary
records, analyzed administrative data about solitary confinement popu-
lations over time, and interviewed staff working in solitary confinement
units. We have argued elsewhere that integrating multiple sources of

data — especially quantitative measures from both administrative data and
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psychological assessment instruments with qualitative details from systematic
coding of in-depth interviews — allowed us to not just measure health and
well-being, but also to identify different constellations of health harms not
measured in existing psychological and interview instruments, unique to
solitary confinement (Reiter et al. 2020; Strong et al. 2021). Here we focus
in on the strengths and limitations of each data source and tool we used,
highlighting gaps in individual sources, and compliments across sources. We
argue that individual tools, like a single psychological assessment, or even a
structured interview, often generate a focus on specific harms, like discrete
psychosis or incidents of suicidal ideation. Specific identifiable harms, in
turn, are often presumed to be mitigable with associated targeted interven-
tions, ultimately rendering solitary confinement legal or constitutional. By
contrast, integrating a range of data sources and analytic tools generates a
more comprehensive framework for understanding both well-being (or lack
thereof) in solitary confinement, and the interrelationship of harms within
the complex ecosystem of deprivations in solitary confinement.

In the following subsections we address four specific categories of
data that have been used in studying the harms of solitary confinement:
standardized psychological assessments, prison medical records, interviews
with incarcerated people, and surveys and interviews with correctional
staff. For each, we discuss the range of available tools for collecting and
analyzing this data, the strengths and shortcomings of these tools, and the
potential benefits of integrating data collected with carefully selected tools
across these categories for better understanding experiences of solitary

confinement.

Standardized Psychological Assessment Tools

Drawing on traditional public health and medical research tools, one
way researchers have sought to evaluate harm associated with solitary
confinement is through the use of standardized psychological assessment
tools, such as the Brief Psychiatric Rating Scale (BPRS), which was used in
Washington State in the early 2000s (Cloyes et al., 2006) and used alongside
the Brief Symptom Inventory (BSI) in the Colorado Study. Unlike the BSI,
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which is a self-report measure that requires “less professional time” (Morlan
& Tan 1998), the BPRS provides detailed information about up to 24
symptoms of psychopathy observed or self-reported during a set timeframe
(i.e., the past two weeks). Typically, trained interviewers, whose ratings
have been assessed for interrater reliability with other trained interviewers,
administer the BPRS over the course of a streamlined interview (Overall &
Gorham, 1962; Rhoades & Overall, 1988). The scale may be used either to
create a point-in-time snapshot of an individual’s psychological state or to
track change in mental status over time.

Researchers have primarily used the scale in clinical settings such
as hospitals and care facilities (Morlan & Tan 1998), though there is a
growing body of research using the BPRS (either alone or alongside other
assessment tools) in carceral settings. Carceral research utilizing the BPRS
spans custody levels, including jail or pre-trial custody (Corrado et al. 2000;
Hassan et al. 2011); medium-level or “general population” prison settings
(Blaauw, et al. 2007; Senior et al. 2007; Senior et al. 2013; Walters 1987);
and, more specifically, prison mental health units or programs (Lovell and
Jemelka 1998; Lovell et al. 2001a; Lovell et al. 2001b). In comparison,
relatively few studies have applied the BPRS in supermaximum security
housing or restrictive housing settings (but see O’Keefe et al. 2013; Reiter et
al. 2020).

Given the BPRS’s status as “one of the very best rating scales” (Morlan
& Tan 1998; Zanello et al. 2013), and the existence of a rigorous training
protocol in administering the scale available to our team (Reiter et al. 2020,
Appendix A), we opted to integrate this scale into our research protocol in
our Washington study. One of the original creators of the scale (Ventura)
trained our team in scale administration, and we embedded questions from
the BPRS throughout our 96-question semi-structured qualitative interview
mstrument. In order to ensure maximally robust psychological assessment
data in our sample, we supplemented our BPRS data with data from the
Scale for the Assessment of Negative Symptoms (SANS) (Andreasen, 1989),
a tool used for documenting symptoms of psychopathy through the relative

absence of normal functions, such as affective flattening and anhedonia. In
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the second year of data collection, we also added several questions aimed
at assessing the presence or absence of symptoms of Post-Traumatic Stress
Disorder.

After we completed data collection and turned toward analysis, our
team met to review both the BPRS scores of participants and our experi-
ences in administering the scale. In discussing our experiences administering
the scale, each team member independently noted examples of either gaps
or contradictions between symptoms of psychological distress identified
through the BPRS assessment and symptoms of psychological distress
identified elsewhere — in medical file reviews or more open-ended questions
about experiences in solitary confinement. For instance, we noted that our
participants either exhibited or described experiences of mental health
distress, or other adverse experiences of harm resulting from their time in
solitary confinement, that were not captured in the BPRS scores.

As we discussed these gaps and inconsistencies that arose in our
interview and rating experiences, we identified three key limitations of the
BPRS, limitations that only became visible in relation to other, compli-
mentary research tools we had deployed to gather sources of data beyond
BPRS ratings. I'irst, because the BPRS assesses symptoms during a specific
time frame, it may miss experiences that occurred prior to the assessed
period. Indeed, in our study, we noted that participants often described
mental health crises or other forms of psychological distress that, while
recent, fell outside the two-week cutoff the BPRS focuses on for assessing
symptoms. The exclusion of these experiences meant that BPRS scores
seemed to artificially underrate participants’ psychological symptoms.

Second, we noted that participants frequently described experiences
that were not “ratable” items on the BPRS.. Put differently, the unique qual-
ities of restrictive housing produce distinct forms of psychological distress
that a tool developed for clinical use can miss. Some of the psychological
symptoms we identified that are not captured on the BPRS include: sensory
deprivation, loss of social skills, adapting to an environment with little room
for movement, and certain forms of hypersensitivity (Reiter et al. 2020;

Strong et al. 2021). People held in long-term solitary confinement may also
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develop coping mechanisms in response to prolonged exposure, and these
coping mechanisms may either mask ratable symptoms or generate new
symptoms not specified on the scale (like hypersensitivity to light or noise)
(see also Haney 2018). The BPRS, then, seemed unable to document subject
experiences that indirectly indicated significant psychological impacts or
that suggested cumulative trauma over time, particularly for those who had
repeated exposures to solitary confinement.

Third, while some items on the BPRS are derived from researcher
observation, many require the participant to self-report symptoms or emo-
tions. We noted that, in some situations, our participants seemed to either
lack the language necessary to articulate their symptoms, or were reticent
to discuss emotions due to cultural or institutional dynamics. Importantly,
the Brief Psychiatric Rating Scale, while useful and reliable as a tool, was
designed by psychologists working with patients in a community-based
treatment clinic, as opposed to incarcerated people whose institutional living
conditions are drastically different, which may affect the experience and
expression of ratable symptoms. The ways in which incarcerated people
relate to and even talk about anxiety, depression, guilt, hypervigilance,
delusions, and hallucinations may not necessarily match with standardized
instruments.

As such, we question the extent to which the BPRS can fully translate
across research settings, providing equal accuracy in clinical spaces,
general population prison settings, and solitary confinement. Despite its
demonstrated validity and reliability in clinical settings, the BPRS may not
accurately capture serious mental illness and negative psychiatric indicators
for people in prisons generally, and supermaximum facilities and restricted

housing specifically.

Medical Records Reviews

One way we supplemented BPRS assessments (and identified gaps and
inconsistencies in these assessments) was through reviewing the medical
records of our interview participants. While a number of studies of prisons,

and of solitary confinement more specifically, have used correctional
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databases of electronic medical records to understand the harms of solitary
confinement (e.g, Kaba et al. 2014), very few studies have involved actually
physically reviewing tens of thousands of pages of paper records (but see
Lovell 2008). In our study in Washington state, however we sought to
replicate Lovell and team’s earlier work and reviewed the paper medical
files of our interview participants, taking notes, as Lovell and team did

on “psychosocial histories, psychological evaluations, progress notes, and
prescription records” (Lovell 2008: 987).

As with the selection of the BPRS as a psychological assessment tool,
our team developed a systematized process for medical records review,
integrated with and complimentary to other tools we deployed to evaluate
experiences in solitary confinement. Per our interview protocol, interviewers
would conclude each interview by asking participants if they provided their
consent for a study team member to review their department of correc-
tions-maintained medical records. From our sample of 106 participants, we
were able to review 101 medical files; five participants either did not consent
to file reviews or had files that were unavailable in the physical records office
at the time of our review. Our review of these files was consistent with our
team’s semi-structured and mixed-methods approach to data collection in
that we systematically looked for and logged several key variables from each
set of participants’ records and recorded additional items of interest in a
“Qualitative Notes™ section.

Our “File Review Notes” template armed each study team member
with a single double-sided piece of paper organized into four main sections:
1) a 6x4 table to log specific, notable encounters with Health Services by
encounter date, diagnosis code, and diagnosis description; 2) a 4x9 table
to track prescribed psychotropic medications, with columns to track a
prescription’s start, fill, stop, and discontinued dates; the drug’s name, class,
and status; the attendant diagnosis code; and any other notable features
about the medication; 3) free space for logging any other qualitative notes
from the medical files; and 4) 2x5 table to log any substance abuse history
with columns to track the American Society of Addiction Medicine

(ASAM) Assessment Level, a primary and secondary drug of choices, a
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binary variable to log the presence or absence of any treatment notes in the
medical files, and column for other notes identified by a study team member
as of interest.

Our medical record review protocol also reminded reviewers to specifi-
cally document any evidence of changing or conflicting diagnoses, mentions
of manipulation of healthcare providers, references to brain damage,
physical ailments, and prescriptions for skin lotion and creams. These
specific recommendations reflected findings from the earlier works of Lovell
(2008) and Rhodes (2004) in Washington State, which noted the uneven
quality of mental health care and the high prevalence of brain damage
among those in solitary confinement, as well as findings from studies raising
questions about the adequacy of light exposure and Vitamin D intake for
incarcerated people generally (Nwosu et al. 2014), and especially those in
solitary confinement (Reiter 2016). In sum, our attention to reviewing the
medical records of our interview participants, using the review template
we developed, was one of many tools we deployed, drawing on earlier
literature, to try to capture multiple sources of complimentary data about
experiences — especially of harm and well-being — in solitary confinement.

Ultimately, this medical file review process provided important context
in our work to understand experiences of solitary confinement — especially
through access to a much longer-term medical social history for people
confined in solitary confinement than scales like the BPRS provide. For
instance, as predicted, we found many indications of prior brain injury in
the medical files we reviewed, as well as many records of prior involvement
with foster care systems, revealing patterns of harm not just in solitary
confinement, but also prior to placement in solitary confinement. And we
found evidence of people attempting to access medical, dental, and mental
health treatment, to varying degrees of success.

But we also found the process of distilling this evidence both
challenging and revealing in unexpected ways. While we sought to
systematize our medical record review process with a template outlining the
information to be gathered from each file, the actual process of reviewing

medical files was chaotic, at times, especially given the huge variety in the
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sizes of participants’ medical files. In some cases, we could review a short
medical file of a few dozen pages and note every encounter, prescription,
and substance abuse diagnosis in the file. But, in other cases, medical files
were thousands of pages long, and we could only skim for major themes
or conflicts. But the very process of reviewing the records proved to be
revealing, generating new information and contexts, beyond the factors we
had identified in our initial medical file review template, for understanding
the harms of solitary confinement.

First, the sheer volume of the medical files we reviewed constituted one
form of evidence of the harm of solitary confinement. Reading, logging
and analyzing these records was its own form of bleakness for our team as
we waded through the unedited multiple, tiny snippets of pain and suffering
contained in each set of records. In other words, the records provided
multiple opportunities to stumble inadvertently into new examples of the
harms of solitary confinement — and few if any examples of health or
well-being.

Second, and relatedly, the massive scale of at least some participants’
medical records revealed how information follows people at every step of
their institutional life, shaping both their conditions of confinement and
access to certain services. For instance, one record we reviewed described a
“patient” complaining to a mental health provider that his treatment plan
stated “high risk need is for sexual deviancy [treatment]”. According to the
providers’ notes, the patient had only one sex crime at age 13 for indecent
exposure. A series of subsequent notes in the file indicated that providers
found the date of the sexual deviancy treatment plan recommendation but
no attempt or plan to revise the recommendation. One provider recom-
mended to the patient that he write to Department of Corrections head-
quarters about the plan, but the file contained no mention of any revision to
the plan. (We noted that even the code-switching involved in our work, from
interview “participant” to supermax “prisoner” to medical “patient”: reveals
the multiple conflicting identities — and associated potential varieties in
conceptualizing harm — inherent in the work of understanding experiences

of solitary confinement.) While we were not specifically looking for disagree-
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ments over treatment plans like this one, we stumbled upon it in reviewing
the file and noted it in our qualitative notes section. In another example

of a negotiation between a patient and a provider that we recorded in our
qualitative notes section, a patient filed a medical “kite” (a prison form

for requesting medical care) requesting an MRI for chronic hip pain. The
patient explicitly sought to mobilize his legal rights in the kite, noting: “I'm
pretty sure I have medical rights.” The medical file included documentation
that the patient did receive an x-ray, along with a blank physical therapy
treatment plan. Again, the blank treatment plan suggests how problems are
raised by but frequently only partially addressed for this population. These
two examples of patient-provider engagement from the medical file reviews
provide important narrative context, complimenting psychological rating
scales and qualitative interviews, of how individuals experience accessing
care (or not) from solitary confinement. In sum, unlike medical records data
from electronic databases, which might provide specific dates of encounters
or details of prescriptions, the paper medical files we reviewed included
much more narrative content.

Third, the process of reviewing the medical records often allowed our
team access to new spaces within the prison that we would not have oth-
erwise seen. In some cases, this was just a breakroom in an administrative
building, where other staff would stop in to get water or coffee, and we
could chat more informally. In such breakrooms, reviewing medical records
provided an important respite for team members from the grind of conduct-
ing multiple emotionally fraught interviews in the oppressive environment
of solitary confinement units (where even bathroom access required being
escorted through a series of centrally-controlled sliding steel doors). In
other cases, the medical files were reviewed in prison medical units next to
medical visiting rooms, or padded cells. On one notably horrifying occasion,
we were reviewing medical files in a room that shared a wall with a holding
cell where a prisoner was repeatedly banging his head against the cell wall.

In sum, while we conceptualized the medical file review step of our
data collection as a systematized and straightforward process, we found

the reviews challenging in surprising ways. But these challenges, too, were
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revealing. The substantive content of the medical files, as well as their scale
and the context in which we reviewed them, together provided both import-
ant background information about the people who experience solitary
confinement and specific details about the medical experiences associated

with being in solitary confinement.

Surveys & Interviews with Incarcerated People

While we have focused in our first two sections on two examples of
relatively concrete and self-contained data collection tools — the Brief
Psychological Rating Scale and a Medical Records review protocol —~we turn
now to the use of more open-ended questions in surveys and interviews.
More specifically, across multiple phases of our research in Washington
State, we have conducted both paper surveys (distributed in person, at the
beginning of a research day and collected, in person, a few hours later)
and face-to-face interviews with people in solitary confinement. We often
use the paper surveys as a foundational reference point for understanding
basic details about our respondents’ lives and self-reported health measures,
and then use the results from these surveys to inform and refine qualitative
interview instruments. In this section, we will focus in particular on how
we developed specific face-to-face interview protocol questions designed
to understand the breadth of experiences in, and especially the harms of,
solitary confinement. In developing our interview protocols, we drew not
only on responses to paper surveys, but also on interview instruments used
in earlier studies of experiences of incarceration and, especially, solitary
confinement (see especially Cialavita and Jenness 2014; Lovell 2008; Rhodes
2004; Rudes 2022).

We highlight here two specific interview questions, along with the
benefits of longitudinal interviews, for eliciting a broader understanding
of the range of possible experiences and harms in solitary confinement.
First, after reviewing multiple interview instruments from other projects
probing experiences of incarceration, and discussing a range of experiences
interviewing vulnerable and marginalized populations among members of

the research team, we settled on an initial interview question for the first
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phase of our study. This question proved to be not just a good icebreaker
but also to be surprisingly generative for understanding the range of
possible harms people experience in solitary confinement, especially those
not necessarily captured through more structured protocols like the BPRS
or medical record reviews. The simple question: “What is a day like for you
here?” This open-ended query often generated details about: conditions
of confinement—including especially about lack of access to daylight and
hygiene items; feelings of hopelessness regarding length of stay; as well as
details about how people passed the time in solitary confinement day-to-
day. Respondents’” answers to our questions might have been particularly
robust given the eagerness to talk with an empathetic listener; people we
interviewed in solitary confinement had often gone weeks, if not months
or years, without visits from family or friends, or the opportunity to have
something approximating a normal face-to-face conversation with another
human. Nonetheless, our opening interview questions gave respondents,
very early on, the freedom to interpret our questions flexibly, generating
responses that often revealed what was most pressing or challenging for
them in the moment.

Second, even when we asked more pointed questions about health and
well-being (outside of specific BPRS questions) we sought to make such
questions maximally open-ended. Instead of asking standard self-rating
questions about stress or health, we asked: “How has your health been while
you’ve been in solitary?” While this question did not produce standardized,
generalizable answers, it did produce a broader range of responses encom-
passing not just basic health but details about healthcare access, as well as
descriptions of physical symptoms respondents tied to their experiences
in solitary confinement, about which they had not been previously aware.
Respondents described, for example, multiple specific examples about the
challenges of accessing medical care in or outside of the facility: delays
in being seen by a healthcare provider (because the process of leaving the
solitary confinement cell requires at least two correctional officer escorts and
handcuffs), trouble obtaining medical diagnoses, and difficulty in accessing

medication or other treatments for diagnoses (especially because of restric-
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tions on types of prescriptions allowed for prisoners in solitary confinement).
These real-time findings then opened the door for researchers to probe on
the spot about costs of seeing a healthcare provider, accessibility, and fears
about repercussions of seeing health providers (like being labeled as needing
mental healthcare). Ultimately, these types of questions allowed us to both
verify evidence of mental health harms arising in and exacerbated by
solitary confinement (as documented in both BPRS scores and medical file
reviews) and to understand some of the mechanisms of harm exacerbation,
like challenges in accessing healthcare. And these questions generated new
mnsights about specific, understudied and under-acknowledged physical, as
well as mental health, harms respondents experienced in solitary confine-
ment (Strong et al. 2021; see also Williams et al 2019 on the cardiovascular
health burdens of solitary).

In addition to the value of simple, open-ended questions, compliment-
ing more systematized, generalizable questions like those in the BPRS, we
also found longitudinal, follow-up interviews to be especially generative for
better understanding the scope of the harms of solitary confinement. In the
first phase of our study, we conducted one-year follow-up interviews with all
participants who were still incarcerated. Among the subset of prisoners who
had left solitary confinement in the second year (n=52 in our first study), we
asked: “Please describe the day you left the IMU/your first day in this unit.”
The open-ended structure of this question allowed interviewers to focus not
just on harm, but also on well-being. Respondents recalled feelings of excite-
ment, as well as anxiety and nervousness, during the transition period from
solitary confinement. This then allowed us to probe about other effects of
transitioning out of solitary confinement, expanded opportunities to receive
more frequent visits, leading to improving relationships with family and
loved ones, and more opportunities for human engagement, activities, and
classes. In all, responses to these sets of probes revealed improved well-being
of prisoners after their release from solitary confinement. In those cases
where the same research team member interviewed a respondent in both
year one and year two, qualitative observations of changes in a participant’s’

appearance and demeanor — like better skin complexion as a result of
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having more access to natural light — became possible. Again, although

we did not systematically track every participant’s appearance, careful
observation over time became yet one more tool in our multi-method
toolbox for understanding experiences of solitary confinement. Ultimately,
our methodological triangulation both allowed us to corroborate findings
of mental health and allowed us to obtain new insights into other forms of
health and well-being,

Still, interviews, much like the BPRS and medical file records, can also
be constrained in their ability to reveal, document, or measure harm. For
instance, an effect of isolation is that it can diminish a person’s ability to
make sense of their experiences (e.g., Guenther 2013). As social beings, we
often understand ourselves and the world around us through relationships,
linguistic exchanges, and the perspectives of others. If a participant’s
capacity for meaning-making has been diminished, or if the suffering they
have experienced is beyond a linguistic register for them, then in-depth
interviews, however good the questions and strong the rapport, will fail to
access such harm, yet be no less besieged by it. To put the point differently,
our inability to capture certain experiences in solitary confinement may

itself be an outcome of the harm of such conditions.

Incorporating Staff in Studies of Experiences of Solitary Confinement

At the time we designed our initial study in Washington state, the
majority of studies of solitary confinement focused on experiences of
incarcerated people, not staff (e.g, Grassian 1986; Haney 2003; O’Keefe et
al. 2013). Indeed, just a few months before we launched the first phase of
our research in Washington State, in a 2016 white paper for the National
Institute of Justice, Sundt noted that few studies examine the experiences
of correctional officers working in solitary confinement units (2016). Sundt
and others have called for increasing attention to correctional staff working
in solitary confinement units — and provided preliminary evidence that staff
well-being might relate to incarcerated peoples’ (Cloud et al. 2021; Rudes
2022). Our work to incorporate the perspective of staft in solitary confine-

ment units developed in conversation with this literature.
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Understanding that total institutions like prisons can have damaging
effects on a wide range of people who live within, walk through, and also
work behind prison walls, we sought to capture how working in solitary
confinement units can impact several domains of workers’ well-being:
physical health, mental health, safety, and relationships. We did this through
both paper surveys of staff working in solitary confinement units (usually
distributed in person at the beginning of shifts and collected later in the
shift, or the next day) and face-to-face, in-depth qualitative interviews. We
will discuss here two specific groups of questions — one group on our surveys
and one on our interview instrument — that have proved especially useful
for understanding not only correctional officer well-being, but how this
well-being relates to incarcerated people’s well-being

First, on our initial paper surveys of staff working in solitary confine-
ment units in Washington State, conducted in 2017, we asked general
questions about whether staff felt safe at work, and standardized questions
about self-rating health, but we also asked a set of questions about whether
they had ever experienced any of 11 specific violent interactions with
incarcerated people while working in a solitary confinement unit. These
11 interactions included having feces or urine thrown at them, being spit
on, attacked with a weapon, hit or punched, raped or sexually assaulted,
pushed or shoved, taken hostage, bitten, had an object thrown at them,
been injured while managing a disruptive prisoner, or while intervening in
a fight between two incarcerated people. While two-thirds of staff (n=90)
responded “no” to the question “do you ever feel unsafe working in [solitary
confinement]?”, a full one-third of staff (including some who %ad said they
felt generally safe) reported having experienced anywhere from one to eight
of the eleven violent interactions we asked about. Among sworn security
stafl’ (excluding healthcare providers, educators, and other non-security
staff), the experience of violent interactions was even more prevalent.
Nearly half (48% of the 60 sworn security staff) reported having had feces
or urine thrown at them. These experiences suggest, perhaps unsurprisingly,
that questions about specific interactions generated more nuance about the

kinds of harms — and potentially harmful interactions with incarcerated
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people — staff experience working in solitary confinement.

Second, in our interviews with correctional staff, we focused in again
on soliciting specific examples from staff, asking them to “describe a time
when you felt at risk in [the solitary confinement unit]”. Again, this question
generated specific details that provide context for when and how staff feel
unsafe — and how these feelings of (un)safety are intertwined with staff and
incarcerated people’s well-being. Responses to this question confirmed that
hazards of the job are constant concerns, even while staff often described
themselves as coping well with the challenges of working in a high-risk
setting. One staff, for example, shared that they had developed respiratory
problems after using “OC” (oleoresin capsicum, a chemical agent akin to
pepper spray) while extracting a prisoner from their cell. This staff member
feared bringing the case to their superior’s attention, because they felt “if
you disclose to someone you’re struggling, it’s going to put your job at risk.”
They also mentioned concerns with reaching out to the DOC-provided
psychologist for help coping with the various PI'SD triggers that the prison
and IMU setting elicited, again for fear of being labeled as “unfit” by
administrators: “You can lose your job over it. But the reality is, most of us
face it...[yet] we’re not even feeling safe to tell each other and get help.”
Another staff described symptoms of hypervigilance, particularly the feeling

of being “alert and on all the time”:

A guy could slip his cuff. A cuff could come undone. You can open a

cuff port and get a bunch of crap thrown all over you...And when you
get off work at the end of the day, or after a long week, you are tired...
They say you’re supposed to leave the prison up here when you get off

work, but walk a mile in my shoe.

While staff do indeed get to go home at the end of day, unlike prisoners,
these examples nonetheless point to a set of troubling dynamics for staff:
the tools and strategies that are available to theoretically protect staff can
also jeopardize their well-being, Importantly, these examples also suggest

concrete ways that prisoner-staff interactions might be negatively affecting
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prisoners, too, who are experiencing OC spray, and engaging in behaviors
suggestive of severe mental distress, like throwing feces.

In the second, more recent phase of our research in the Washington
Department of Corrections, we have been evaluating the Department’s
work to address exactly these challenges. Washington state prison admin-
istrators have partnered with Amend, a public health initiative based at
UCSE, which aims to address the harmful effects of incarceration on both
prisoners and staff through systematic cultural change. One central strategy
to Amend’s approach is to send correctional staftf to Norway to shadow and
receive training on a radically different approach to corrections (Ahalt et al,
2019). While both American and Norwegian departments of corrections
believe in the importance of rehabilitation, a key distinction with the latter is
how staft are leveraged to promote this goal. In Norway, officers are trained
in motivational interviewing to guide their engagement with the incarcer-
ated; they engage prisoners in health-focused programming; they provide
direct mentorship and advisement; and they intentionally socialize with
the prisoners (e.g., share meals, play sports). Put simply, staff do much more
than supervise, escort, and discipline prisoners; they are trained to develop
positive relationships and play an active role in the rehabilitation of those
they oversee. This dynamic, in turn, translates to better working conditions
for staff, better living conditions for prisoners, and lower recidivism (Ahault
et al., 2019). Following the initial trip, American correctional staff receive
additional training from Norwegian corrections partners, and are tasked
with designing strategies inspired by what they’ve learned — all with the goal
of improving prisoner and staff well-being and behavioral change (Cloud et
al., 2021). In North Dakota, reform efforts include the creation of Positive
Behavior Reports to acknowledge the pro-social behaviors (e.g., empathy
and kindness to others) and goals (e.g., education, clinical treatment) to track
a person’s progress while in solitary confinement. Rather than simply track
the absence of a disciplinary infraction as positive behavior, staff are tasked
with identifying other more affirming markers for growth or improvement
(Cloud et al., 2021). The North Dakota DOC also created specialized units

with enhanced care for those with serious mental health issues, including
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daily access to individualized mental health care, group counseling, and
out-of-cell, group activities (e.g., art therapy, games).

Partnering with Amend, the Washington Department of Corrections
is engaged in a similar battery of reforms, particularly within their solitary
confinement units. As part of our work evaluating Amend’s partnership
with the Washington Department of Corrections, we are again surveying
and interviewing staff about their health and well-being, and again using
survey and interview questions that seek to identify specific moments of
feeling unsafe and unhealthy in order to better understand how solitary

confinement affects not just prisoners but also staft.

A Plurality of Uncategorized Harms

Conducting research in the state of Washington, our team has
conceptualized harm in solitary confinement as a dynamic and open-ended
phenomenon. Throughout our extensive fieldwork, we have been able to
measure the prevalence of clinically significant symptoms of depression,
anxiety, and guilt, examine medical histories, inquire about the constitu-
tionality of basic living conditions, and document the realities of suffering,
for prisoners and staff, that exceed both clinical and legal categories. For
example, a participant may present with only moderate levels of anxiety,
suffer from no known cognitive or behavioral health issue, and view their
placement in solitary confinement as both legitimate and professionally
managed, but they may nonetheless endure the existential pains of just being'
in isolation.

On the other hand, even when harms within well-defined clinical and
legal categories are documented and verified, those harms often need to be
more robustly conceptualized, not just as potential effects or outcomes of

harsh conditions of confinement but as reflections of larger institutional

1. Being as both one’s present placement in inherently harmful conditions as well
as being in the phenomenological sense. Through the deprivations of isolation,
one’s experience and capacity to make meaning of the world is reduced, the
articulation and experience of desire dulled, the expression and formulation of
identity restricted, and relationality of self and other alienated.
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problems. For instance, according to a 2024 report by the Office of the
Corrections Ombudsman in Washington, from 2014 to 2023 there were 176
suicide attempts and suicides of people held in solitary confinement. Four-
teen people died by suicide in that ten-year period (Robertson & Kingsbury
2024). These numbers represent a straightforward measure of harm expe-
rienced in solitary confinement — acute indicators of psychological distress
that require urgent and appropriate clinical intervention. But, in combina-
tion with our own interview experiences and data —in which participants
discussed both self-harm and the general emotional turmoil experienced
during periods of prolonged placement in solitary confinement — we must
also consider desperate acts taken against the self as overdetermined by or,
perhaps, symptomatic of, the degradation of existence imposed by solitary
confinement in general.

In addition to attending to both clinical and legal categories of harm for
incarcerated people and experiences of harm beyond those categories, we
also attended to a kind of collateral harm experienced by people working in
solitary confinement, through surveys and interviews with correctional staff.
But, as we step back and reflect on the scope of this work, there is another
category of collateral harm that surfaces and arguably deserves attention:
the trauma of the research work itself. As a team, we have often discussed
the painful side effects of conducting research within solitary confinement
units. There is the vicarious trauma of conducting interviews where
participants share particularly devastating and heart wrenching stories, or
are actively experiencing emotional and psychological distress during the
interview. Solitary confinement spaces are also incredibly dull and austere,
which hastens and intensifies the fatigue of the work. You must constantly
navigate the ever-so-subtle feelings of indignity, as you are dependent on
others to let you access the bathroom, to retrieve the lunch and snacks
you brought into the facility, or to just let you out of a locked room after
completing an interview. Our experiences here echo a growing body of
qualitative researchers’ work reflecting on the challenges of research in

extreme spaces (Barragan et al., 2023; Rhodes 2004), the emotional toll
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of “doing time” in carceral spaces (Moran 2012), and the importance of
reflecting on the emotional content of prison research (Jewkes 2011).

At the same time, there is also a type of mania that sets in where you do
all you can to collect the richest, most robust data possible. Fust one more inter-
view, power through, who knows if we’ll have access like this again. Still, what have
we actually inflicted upon ourselves to obtain this data? While the harm
researchers experience is in no way comparable to the harm experienced by
those forced to live in isolation, we should not discount experiences of harm
in research, as these experiences are part of the conditions of possibility
for the knowledge produced. Perhaps another way to evaluate studies on
solitary confinement, then, is to ask researchers to write reflexively on how
much they suffered in doing the work. It should give us pause if social
scientists claim to have suffered very little, not at all, or are confused by the
very question. How does one insulate themselves from the harms of solitary
confinement without also compromising their understanding of the harms,
however limited and incomplete?

Robustly conceptualizing a range of harms experienced in solitary from
the legal to the clinical to the collateral also allows us to uncover the mul-
tiple mechanisms by which solitary confinement might cause harm. Some
mechanisms of harm are obvious, like the harm stemming from sensory
deprivation of bare concrete walls, lack of natural light and the ability to
measure the passage of time (Reiter 2016; Haney 2018), and the harm
stemming from social deprivation of physical contact and communication
with the outside world through limitations on visits and phone calls (Gonza-
lez 2021). Other mechanisms of harm are more structural and less visible,
like the more pervasive experience of social death in solitary confinement
(Guenther 2013), or the violence of a necropolitical order using solitary
confinement as a pretense of care during the COVID-19 pandemic (Lackey,
Loblack, Foltz 2024).

In sum, through our seven years and counting as a research team, we
have persistently thought about and strained to understand the plurality of

harms inflicted by solitary confinement. Through this process of concep-



70 The Legal Determinants of Health

tualizing and operationalizing harm according to various epistemological
presumptions, we have seen again and again how the variety of harms of
solitary confinement implicate and compromise the research at every turn.
How the harms are conceptualized, operationalized, and then analyzed,
in turn, has concrete legal and policy implications, which are too often only
implicit in the debates about solitary confinement research and its harms.
Making these legal and policy implications explicit is another aspect of
studying solitary confinement and conceptualizing its harm that we argue
should go hand-in-hand with multi-source and multi-method approaches to

understanding experiences of solitary confinement.

Translating Evidence of Medical Harm into Law & Policy

To date, despite the work of social scientists — alongside community
advocates, human rights organizations, and legal professionals — to docu-
ment the harms of solitary confinement, the practice remains a common
form of punishment. While litigation, and especially state-level legislation,
have gained momentum in the movement to reduce reliance on solitary
confinement, legal reform has been halting and uneven across the United
States (ACLU 2013; Solitary Watch n.d.). Eighth Amendment jurisprudence
evaluating whether solitary confinement is cruel and unusual seems to
perpetually accept the practice as “hover[ing] on the edge of what is
humanly tolerable” (Madrid v. Gomez, 1995, 1280). Still, recent litigation has
established that, first, meaningful social contact is a human need covered
by the Eighth Amendment and, second, social contact cannot be denied
indefinitely, because doing so would expose incarcerated people to severe
psychological harm (Fensen v. Thornell 2023). Litigation over nearly 30 years,
though, has hardly constrained (or improved conditions in) solitary confine-
ment. Likewise, even in states that have successtully passed legislation to ban
or severely limit solitary confinement use, implementation has faced strong
and successful resistance within corrections (e.g, Sheridan 2024).

We as a society are still left to wade through the ethical dilemmas and
institutional conundrums posed by solitary confinement — and the infliction

of potentially humane forms of suffering. Within this context, the discourse
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of harm-reduction appears frequently in research and advocacy work on
solitary confinement. Amend, out of the University of California, San
Francisco, and their Scandinavian-inspired culture change work exemplify
this discourse, asking: If the practice of solitary confinement remains with
us, then how might we (researchers, advocates, policymakers, corrections
professionals, and community organizers) best organize our capacities to
understand and lessen the pain and suffering of those exposed to such
extreme conditions of isolation? For instance, can staff be more humanizing
in their interactions?

However, we remain critical of the context in which we find ourselves
where the best possible option available is to somehow abate and make
humane the administration of harm. What DiMario (2022) has termed
palliative governance speaks to institutional measures by which life is
barely maintained through the mitigation of harm and risk, while the
structural conditions of suffering go unchanged. In this way, the issues and
problematics of solitary confinement, as they relate to the provision of basic
human need, the reduction of harm, and maintaining il/legal thresholds
of suffering, are cast within broader governmental strategies of regulating
vulnerability within minimalist terms of intervention and relief.

If the social and legal context in which we find ourselves is to palliate
solitary confinement, then how do you reduce something that you cannot
measure? Again, Eighth Amendment jurisprudence is only so helpful as the
provision of minimal standards of humane treatment is to be calibrated
with the inherent pains of solitary confinement. We might also reflect on
the peculiarity of such circumstances in which experts, advocates, and other
stakeholders assume the task of imagining, tinkering, and experimenting
with the thresholds of human suffering. Whether it be through the law,
social science, or the goodwill of advocacy, we risk engaging in dynamics
by which we impose upon people—who possess little to no autonomy or
agency—what we think is good for them, while acquiescing to the structural
conditions of their suffering. To draw from the language of an incarcerated
person we encountered during a recent field visit, do we wish to make gilded

cages of the places in which existence is barely maintained?
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As one concrete example of a gilded cage: Because of their limited
exposure to sunlight, people held in solitary confinement may be given
supplements to mitigate the adverse health consequences of vitamin
D deficiency. But what is to be done to supplement one’s capacity to
make-meaning of their enjoyment of sunlight? Such is the difference
between palliating harm and what we might call the instantiation of
well-being. The abolitionist distinction between reformist reforms and
non-reformist reforms aligns here. Whereas reformist reforms attempt to
rationalize a system through gradual improvements that ultimately legiti-
mize and perpetuate harm (Augustine et al., 2021), non-reformist reforms
are efforts taken within a broader framework and movement for social
transformation (Bell 2020). Save for another rallying cry to abolish prisons,
how then do we move within such parameters where harm can so easily be
reproduced—albeit potentially lessened in its frequency and severity—and
well-being simultaneously degraded?

As we have discovered through the course of our research project, the
complexity of suffering in solitary confinement is that it may at once be
captured and evaded by common forms of quantitative and qualitative
inquiry. Still, we think that both bearing witness to such complexity and
holding ourselves open to the possibility of treating incarcerated people
differently matters. To return to how we opened up this inquiry of ours - the
scope and scale of the harms of solitary confinement exhaust the very tools
and techniques we have available to speak about it and make sense of it.

If we accept this premise, then the value of the dialogue between social
science and the law is not in its capacity to measure suffering, determine the
appropriate thresholds of suffering, and palliate harm. Instead, the value of
the dialogue between social science and law is to generate an occasion for
the plurality of suffering to irrupt within the legal and scientific scene.

In fact, if we begin with the assumption that the law and social science
will inevitably fail in their efforts to address the structural conditions and
realities of suffering, we might then orient ourselves by an entirely different
set of questions, concerns, and expectations about harm. How do we hold

ourselves open to be moved and overwhelmed by the suffering of solitary
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confinement? What are the different ways in which prisons attempt to
ascertain a life and how does life exceed the very categories of knowing?
What do we imagine to be the value of knowledge of harm, and how do
our desires and disappointments of such knowledge factor into the research

enterprise?
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Deportations, Detentions, and Incarcerations as Social
Determinants of Health: The Impact of Family Separation
on Men and Women in Vulnerable Houston Communities

Yajaira Ceciliano-Navarro*

Abstract

In this exploratory study, we apply the Legal Determinants of Health (LDH)
framework to examine how deportations, detentions, and incarcerations
affect the health outcomes of men and women in vulnerable communities.
Drawing on survey data collected in Houston (2022-2024) from 356 partic-
ipants who had a relative removed through deportation, detention, or incar-
ceration, we find that both men and women—across different family struc-
tures, generations, and legal statuses—experienced significant emotional
and financial burdens associated with family separation. Participants’ health
is shaped not only by the existing financial and social limitations of living in
vulnerable communities, but these events also increase their vulnerabilities,
impacting them in both the short and long term. Therefore, we argue that
deportations, detentions, and incarcerations function as legal determinants
of health, as legal institutions in these cases are not only causing emotional
and mental health harm, but also preventing families from building and
sustaining wealth in both the short and long term—factors that have a di-
rect impact on their overall health and well-being across legal statuses and
generations.

Introduction

Law is a critical determinant of health, impacting it through statutes,
regulations, and public institutions that shape factors like education, food,
housing, and healthcare (Burris 2011; Thomson 2022). Effective laws can
enhance health and equity by establishing standards, building strong health
systems, and ensuring accountability (Stronks et al. 2016; Genn 2019).
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However, harmful or discriminatory laws can restrict access to care, limit
rights, and exacerbate inequalities, ultimately undermining health for
individuals and populations (Genn 2019). As Braveman et al. (2011) and
Castaneda et al. (2015) argue, the social determinant of health framework
shows how structural factors beyond medical care, shaped by social and
economic policies and inequalities, profoundly impact health outcomes. In
this context, institutions such as the judicial system have also been recog-
nized as significant determinants of health, particularly within vulnerable
communities. In this regard, cases of deportations, detentions and incarcer-
ations serve as key examples of how individuals from communities of color
are impacted by the judicial system (Hinton, Henderson, and Reed 2018;
Harris et al. 2009; Pettit and Gutierrez 2018). Studies on deportations
have discovered various impacts on individuals, including the effects of the
deportation process, the detention experience, and their subsequent exile to
unfamiliar locations on the deported person (Hamilton, Orraca-Romano,
and Vargas Valle 2023; Saadi et al. 2020). These deported individuals often
face challenges related to criminalization, safety, and economic conditions
in their new environments, which significantly affect both them and their
families (Golash-Boza and Navarro 2018; Brotherton and Barrios 2011;
Brabeck, Lykes, and Hershberg 2011).

Studies on incarceration have also emphasized the impacts of detention
and incarceration on individuals. While some aspects of healthcare may
be more available during incarceration, the overall effect of incarceration
on health is complex and often detrimental in the long term (Addison et
al. 2022, Semenza & Link 2019, and Wang & Wildeman 2011). Partic-
ularly after individuals are released, studies indicate that factors such as
discrimination, stigma, negative interactions with law enforcement, solitary
confinement, and difficulties in finding employment are strongly linked to
poor health outcomes for formerly incarcerated individuals (Shaw 2023;
Hatzenbuehler, Phelan, and Link 2013). These challenges also extend to
their families and communities (Addison et al. 2022). While extensive
research has examined the impacts on the individual deported, detained,

or incarcerated, there is a lack of to assess the compounded health conse-
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quences for men and women from mixed-status families when they have a
relative deported, detained, or incarcerated. These families often encounter
unique challenges that can exacerbate health disparities. Therefore, the
research questions of this study are:
1. What are the main emotional and financial impacts for women and
men experiencing deportations, detentions, and incarceration?
2. How do these experiences can shape health outcomes for men and

women?

2. Literature Review

The concept of legal determinants of health focuses on the profound
influence of laws and judicial decisions on public health outcomes (Thom-
son 2022; Gostin et al. 2019). As stated by Thomson (2022), “law has an
essential and important role in constituting and enabling these institutions
and regulating health services and interventions” (3). Judicial rulings on
environmental regulations, workplace safety, and healthcare access shape
community well-being, In this regard, an extensive body of social epidemio-
logical research establishes that social, economic, and environmental factors
impact individual and population health more than individual biology or
clinical care. Considering this, Genn (2019) states that the influence of social
and environmental determinants on health status can be between 45% and
60% (Genn 2019).

Considering the criminal justice system, policies related to incarceration,
drug enforcement, and healthcare provision impact the health of individuals
mvolved and their communities (Nowotny and Kuptsevych-Timmer 2018;
Parmet 2019; Nosrati et al. 2021; Schnittker and John 2007). For scholars,
deportations, detentions, and incarcerations function as health determinants
since these events perpetuate social conditions that limit access to health
services, decrease income, and increase housing stability, among others
(Cabral and Cuevas 2020; Nowotny and Kuptsevych-Timmer 2018;
Williams and Mohammed 2009). Second, they act as mechanisms through
which the stress associated with these events translates into health outcomes

such as insomnia, anxiety, stigma, and fear that directly impact individuals’
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educational and job opportunities (Moran 2012; Yamanis et al. 2021). For
Genn (2019), repeated or long-term exposure to stressful living and working
conditions can lead to high blood pressure, diabetes, and ischemic heart
disease. In other words, being consistently stressed, also known as ‘allostatic
overload’, can make people ill (Genn 2019). Stress does not just directly
impact health, but it can also indirectly impact individuals’ ability to pursue
educational and job opportunities, limiting their access to resources and

opportunities.

2.1 Deportations and Detentions as Determinants of Health

The literature on immigration as a social determinant of health
explores how policies and experiences related to immigration significantly
impact health outcomes, particularly among vulnerable communities
(Parmet 2019; Wallace et al. 2019; Asad and Clair 2018; Cabral and Cuevas
2020; Castafieda et al. 2015; Hacker et al. 2015). Immigrants’ health is
affected by several factors, such as limited financial resources that often
restrict their access to adequate healthcare services (Akresh 2009). The
nature of their jobs can be more hazardous, contributing to worse health
outcomes (Schenker 2008). Legal status additionally complicates access to
healthcare and other services (Hacker et al. 2015), while fear of immigration
enforcement exacerbates these issues, leading to significant negative impacts
(Vargas, Sanchez, and Juarez 2017). Moreover, there has been increased
immigration enforcement and unprecedented levels of deportation, which
have negatively impacted the health of individuals and their families in
these communities (Hacker et al., 2012 (Pinedo et al. 2021).

For scholars such as Harrigan et al. (2017), the threat of deportation
is a critical social determinant of mental illness, surpassing traditional
socioeconomic factors due to substantial disruptions and fear within these
families. The fear of deportation leads to widespread anxiety and stress,
impacting both the mental and physical health of individuals (Yamanis et
al. 2021; Goodman 2020). Beyond the fear, and as a result of deportations,
families often face severe disruptions, including financial instability and

emotional distress, as they grapple with the sudden loss of a family member
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who may be a primary caregiver or financial provider (Garcia 2018; Artiga
and Lyons 2018). The impacts of deportations on families are extensive.
Initially, the shock of experiencing the detention and removal of a loved
one can be profoundly distressing (Garcia 2018). This emotional chaos is
combined with the immediate loss of income, which can destabilize the
family’s financial situation (Artiga and Lyons 2018; Ceciliano-Navarro and
Golash-Boza 2021). Subsequently, families must suffer significant restructur-
ing, including relocating homes, assuming new roles, and adapting to altered
daily routines (Lovato and Abrams 2021). Additionally, families may need to
send remittances to support the deported individual, adding financial strain
(Weber and Massey 2023). These cumulative effects disrupt family stability
and lead to severe health impacts.

Families not only deal with their own problems but they worry for the
individual who is deported (Pedroza 2022), since deportees are often forced
to return to places where they may not have lived in for years (Golash-

Boza and Navarro 2018; Brotherton and Barrios 2011). In many cases,
deportees face criminalization or other challenges due to local conditions
such as insecurity or violence, which complicate their reintegration process
(Ceciliano-Navarro and Golash-Boza 2021; Kretsedemas and Brotherton
2018). Their inability to secure employment and generate income makes
reintegration even more difficult, impacting their families since families
have to provide for them (Golash-Boza and Navarro 2020; Hamilton,
Orraca-Romano, and Vargas Valle 2023).

Detention, in the US and in the context of immigration, can be
understood as a place to hold individuals awaiting immigration proceedings
or deportation (Gilman and Romero 2018). In this regard, the literature has
shown that immigration detention can have severe negative impacts on indi-
viduals and families (Dirkzwager et al. 2021; Sidamon-Eristoff et al. 2022;
Filges et al. 2015). Literature has shown how the mental health of immi-
grants, immigrants’ children, and asylum seekers has been impacted due to
the detention (Sidamon-Eristoff et al. 2022; Filges et al. 2015; Dirkzwager
et al. 2021). Other scholars, such as Patler and Branic (2017), have studied

the impacts of immigration detention on families. Patler and Branic (2017)
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show that despite individuals being incarcerated for immigration offenses

or minor violations and awaiting deportation, detention often replicates the
experience of criminal incarceration. Not only are these individuals treated
like criminals, but their families also go through a similar process when
trying to maintain contact since their families are also compelled to undergo
a similar process when attempting to visit their relatives (Saadi et al. 2020).
For Patler and Branic (2017), demographic background, the type of deten-
tion facility, and children’s legal status shape these visitation experiences. In
addition to the logistical challenges, Patler (2015) also demonstrates that,
although detention is intended to be short-term, it is increasingly common
for individuals to be detained for extended periods. Unlike in the criminal
court system, immigration bonds must be paid in full for a respondent to be
released. As a result, detainees and their families, whose economic situations
are often strained by lost wages due to detention, may face additional
hardship due to the high bond amounts affecting families’ ability to cover

essential needs such as utility bills, medical care, and food (Patler 2015).

2.2 Incarcerations as Determinants of Health

Research consistently shows that incarceration is a significant social
determinant of health, particularly for minority communities such as
Latinos and Black men, as well as their families (Nowotny & Kupt-
sevych-Timmer, 2018; Rodriguez & Turanovic, 2018). Due to preexisting
social disadvantages, these communities already experience higher rates of
health issues, and incarceration often exacerbates these problems (Wang
& Wildeman, 2011). Mass incarceration perpetuates health inequities by
disrupting social networks, increasing exposure to violence, and limiting
access to healthcare (Massoglia & Pridemore, 2015).

The health consequences for incarcerated and formerly incarcerated
individuals have been extensively studied (Addison et al., 2022; Williams &
Bergeson, 2019). These studies reveal that incarceration can severely disrupt
an individual’s life, leading to mental and physical health deterioration
(Henry, 2020). For individuals incarcerated, research shows that incarcer-

ation is linked to a high prevalence of chronic health conditions, with the
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experience of being incarcerated often having a greater impact on health
than the duration of imprisonment. In addition to general health issues

like physical functioning, research in this area has also examined specific
conditions such as infectious diseases, cardiovascular problems, weight gain,
hypertension, and cancer (Massoglia and Pridemore 2015). For formerly
incarcerated individuals, one major concern is their social reintegration,
which involves significant challenges such as finding stable employment,
securing affordable housing, and accessing mental health or substance abuse
treatment (Visher & Travis, 2011; Harding et al., 2014; Keene et al., 2018;
Ricciardelli & Peters, 2017; (Golash-Boza, Aquino, and Ceciliano-Navarro
2024). The stigma and discrimination they face can limit their reintegration
efforts and contribute to higher rates of recidivism (Maruna, 2012; Moran,
2012). These factors collectively lead to the deterioration of physical and
mental health, often resulting in mental health disorders, substance abuse,
and homelessness (McNiel et al., 2003).

For families, the incarceration of relatives has profound emotional and
financial impacts (Rodriguez and Turanovic 2018). Emotionally, family
members often endure anxiety, depression, and stigma due to their relative’s
incarceration (Arditti, 2012; Western et al., 2015). Financial hardship is a
common issue, as the loss of income causes economic instability, making
it difficult to meet basic needs (Arditti, 2018; Shaw, 2023; Watts & Night-
ingale, 1996). Family dynamics are disrupted, with remaining members
assuming additional responsibilities, and the separation from a parent can
negatively affect children’s emotional well-being, academic performance,
behavior, and health (Wildeman, Goldman, and Turney 2018). Families
may also experience social stigma and isolation, amplifying their emotional
and psychological distress (Hood & Gaston, 2022; Shaw, 2023).

Health outcomes in Black and Latino communities

According to a report from The Commonwealth Fund (2024), racial
and ethnic disparities in health have long existed in the United States,
with Black and American Indian/Alaska Native (AIAN) populations being

particularly affected. On average, they live fewer years than white and His-
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panic individuals and face higher risks of dying from treatable conditions,
pregnancy-related complications, and infant mortality. Additionally, they
are more susceptible to chronic conditions like diabetes and hypertension.
The COVID-19 pandemic worsened these disparities, leading to a sharper
decline in life expectancy for Black, Hispanic, and AIAN people compared
to white individuals since 2020 (Dolan and Rutherford 2020; Lopez, Hart,
and Katz 2021). This is relevant to consider since the communities we are
studying are already socially and financially vulnerable (Colen et al. 2024).
Individuals in these communities often face pre-existing health issues, and
the added burden of these practices such as deportations, detentions, or

incarcerations, only worsens their health outcomes.

Resilience and other positive aspects of deportations, detentions, or incarcerations

The literature on deportations and incarcerations has shown how,
in some instances, the removal of a violent family member is potentially
beneficial for the remaining family unit. While this is not the norm, it is
important to acknowledge these exceptions, as the absence of a violent
or disruptive relative may bring a sense of relief and safety (Dreby 2012;
McKay et al. 2018). Additionally, emerging research on resilience in the
context of deportations and incarcerations shows how individuals and
families develop coping strategies as a form of resilience when facing events
such as detention, deportation, or incarceration. These findings demonstrate
their capacity to overcome adversity (Bomysoad and Francis 2022; Garcini
et al. 2022; Coifman, Flynn, and Pinto 2016).

The Houston context

The experiences of men and women with the criminal and immigration
systems are highly relevant in the Houston area. Texas is one of the
states with the highest number of prisons, and therefore has high rates
of incarceration, as well as a growing number of immigration detention
centers. Immigration detention and deportation are highly active in the
Houston area, reflecting both state and federal priorities. Texas detains

more immigrants than any other state, with facilities near Houston—such
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as the Montgomery County and Joe Corley Processing Centers—holding
over 2,000 individuals daily (Axios, 2025). Harris County alone is home to
approximately 481,000 undocumented residents (Houston Chronicle, 2025),
and as of August 2023, the Houston immigration courts had over 40,000
pending asylum cases, mostly from Latin American countries (Migration
Policy Institute, 2023). Additionally, the use of solitary confinement in
detention facilities has raised human rights concerns, with 542 people
placed in isolation between 2018 and 2023 at one Houston-area center
(Houston Landing, 2023). On the other hand, incarceration remains a
critical issue in Houston, particularly in Harris County, where the jail system
frequently exceeds its capacity of 9,575 inmates, with daily populations
surpassing 10,000 as of 2022 (Davis 2025). A striking 80.5% of those
incarcerated are held in pretrial detention, among the highest rates in Texas.
Racial disparities are also pronounced: although Black residents make up
about 20% of the county’s population, they represent a disproportionately
higher share of the jail population (Safety and Justice Challenge, 2023).
Moreover, individuals from marginalized communities—especially Black
and Latino men—are overrepresented among those with frequent jail
contact(Baillargeon et al. 2000). These patterns raise significant concerns
about systemic inequities and the broader social and health impacts of mass
incarceration in this area.

Therefore, understanding the emotional and financial impacts of the
criminal and immigration systems on men and women—and how these
translate into health outcomes—is especially relevant in the Houston area,

a diverse urban hub that often overlooks the daily challenges faced by

immigrants and mixed-status families.

2.3 Theoretical contribution

After reviewing the literature on deportations, detentions, and incarcer-
ations, we can state that these events serve as social determinants of health
due to the loss of resources from the removal of a breadwinner, increased
family instability, and limited access to healthcare (Pedroza 2022; Pettit
and Gutierrez 2018; Pettit and Western 2004). The literature also shows
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impacts on families, particularly on women, children, and youth. However,
the impacts on men, and women, from mixed-status families have not been
sufficiently addressed. Therefore, this study aims to demonstrate how the
health of adults, men and women from mixed-status families is also affected
by deportations, detentions, and incarcerations. This is particularly relevant
in Houston, a large city with systematic issues of segregation, a significant
influx of immigrants, and a lack of community connections between
families and neighborhoods that can exacerbate health issues for both men
and women. Therefore, the research questions of this study are:

1. What are the main emotional and financial impacts for women and

men experiencing deportations, detentions, and incarceration?
2. How do these experiences can shape health outcomes for men and

women?

3. Methods

In this research, I aimed to explore the experiences of individuals who
have or had a relative deported, detained, or incarcerated and how these
events emotionally impact men and women in Houston. Additionally, I
examined the potential effects of these experiences on their overall health.
Participants were randomly selected based on the criteria for having a
family member who has been deported, detained, or incarcerated. Using
the snowfall method, a survey with closed- and open-ended questions was
created and distributed through Google Forms during Fall 2023 and Spring
and Summer 2024.

The recruitment process of people completing the surveys began with
the lead researcher utilizing close contacts and expanding using snowball
sampling and advertising. To be eligible for this study, participants must
have been 18 or older and have a relative who 1s or has been deported,
detained or incarcerated. Additionally, students in the special project
class collected data for their papers and surveyed individuals in different
communities, neighborhoods, and across the Houston area. The survey was
completely anonymous, and participants were not asked to provide personal

information or any data that could identify them.
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The survey included open-ended questions in which participants
described the emotional, financial, and health impacts they experienced.
This qualitative information was coded by the most salient topics and used

to organize this paper.

3.1 Profile participant in the survey

A total of 343 people participated in the survey. Fifty-five individuals
reported having a relative detained, 143 were deported, and 140 were
incarcerated. Data indicates that more men than women are removed
due to detentions, deportations, or incarcerations (Table 1). However,
it is important to note that in this sample, some women have also been
deported. The survey included participants from diverse racial and ethnic
backgrounds, with a significant representation of individuals who identified
themselves Black and Latino individuals. Regarding immigration status,
most participants reported it to be citizens, though other legal statuses were
also present in the study. As seen in Table 2, beyond parents, other individu-

als from both nuclear and extended families have also been removed.

Relative removed from the household

Table 2 shows that more men than women are removed from house-
holds, consistent with previous research on the gendered aspects of depor-
tations, detentions, and incarcerations (Golash-Boza & Hondagneu-Sotelo,
2013; Ropes Berry et al., 2020). However, this study indicates that, beyond
parents, many other relatives within the family system are also removed,
including uncles, brothers, and sons, as well as women in the case of depor-
tations. In summary, deportations, detentions, and incarcerations impact

individuals across genders, ages, generations, and immigration statuses.

4. Findings

Considering our research questions—what are the main emotional and
Sfinancial impacts for women and men experiencing deportations, detentions, and incarcera-
tion, and how do these experiences shape health outcomes for both?

It is important to emphasize that the experiences of detention and
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Table 1: Participant Demographics by Type of Removal of

Relative (Deportation, Detention, or Incarceration) N=343

Category Detentions | Deportations | Incarcerations | Total
Participants by Type of Removal of Relative 55 143 140 343
(Deportation, Detention, or Incarceration)
Gender of Participants
¢ Female 31 96 93 223
* Male 18 43 46 111
¢ Other 6 4 1 9
Total Gender 55 143 140 343
Legal Status
* Citizen 99 81 162
* DACA Recipient 2 8 1 11
* Resident 6 14 4 25
¢ Undocumented 4 9 1 14
* Under Visa 0 3 1 4
¢ Other 0 2 1 3
* NR (Not Reported) 3 8 51 62
Total Legal Status 55 143 140 343
Race/Ethnicity
* White / Caucasian 30 65 49 146
* Black or African American 4 9 62 75
¢ Latino 7 32 18 59
* Asian / Pacific Islander 5 14 5 24
* American Indian or Alaskan Native | 5 7 5 18
* NR (Not Reported) 4 13 0 18
* Other 0 3 1 3
Total Race/Ethnicity 55 143 140 343

Source: Data collected in the Houston Area, 2023-2024

Table 2: Type of Relative Removed (Nuclear or Extended Family),

Reported by Participants

Category
Nuclear Family

Extended Family

Total

Source: Data collected in the Houston Area, 2023-2024

Family Members

Father
Mother
Brother
Sister
Husband
Myself

Son

Mother-in-law

Total (Nuclear)

Uncle
Cousin
Aunt
Grandfather
Nephew

Total (Extended)
Other/Non-specific

Total (Other)

Number of Mentions

66

N N RN

54
64
29

107
82
82
343
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deportation are like those of incarceration in terms of emotional and finan-
cial burdens (Tosh, Berg, and Leén 2021; Patler and Golash-Boza 2017).
Due to the high criminalization of immigrants, they are often marginalized
and treated as criminals, along with their families, who undergo similar
hardships as those affected by incarceration. These challenges intensify
mental health issues in mixed-status families.

Considering the experiences of both men and women, they may express
emotions differently. However, despite these differences, both experience
similar stress and anxiety. Considering the specific experiences of men, it is
important to recognize that those left behind after the removal of relatives
often take on emotional roles for which they may not be prepared, in
addition to facing increased financial responsibilities. However, in general,
both men and women take on new emotional and material responsibilities
that affects them in the short and long term, making them more likely to
lack the necessary resources for their medical care. These events also lead
to disruptions in education and employment, affecting individuals’ ability
to aspire to social mobility and maintain a stable income (Potochnick and
Perreira 2010). Consequently, this impacts their earnings and limits their
access to better financial opportunities and health resources. Therefore,
practices such as deportations, detentions, and incarcerations can definitely
act as a social determinant of health (Saadi et al. 2020; Rotter and Comp-
ton 2022).

4.1. Deportations, detentions, and incarcerations as social
determinants of health for women

The removal of a loved one, whether through deportation, detention
or incarceration, significantly impacts families’ emotionally and financially
(Arditti 2012; Artiga and Lyons 2018; Pettit and Western 2004). Since
most individuals removed are men, women are often left behind to bear
the burden of new financial and emotional responsibilities (Christian and
Thomas 2009; Golash-Boza and Hondagneu-Sotelo 2013). Women must
work more to compensate for the lost income, and other household mem-

bers may also contribute (Bruns 2019). The lack of income often leads to
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housing instability and increased emotional stress, which occurs whether the

removal is due to deportation, detention, or incarceration (Pedroza 2022;

Lipsitz 2011)

4.1.1 Incarcerations

In this section, we examine how a range of emotions—such as sadness,
anger, devastation, disappointment, and loneliness—can impact women’s
health. When these emotions are compounded by financial burdens, they
can lead to extreme stress and anxiety, significantly affecting both mental
and physical well-being (Genn 2019). This heightened stress can contribute
to conditions such as high blood pressure, heart disease, and diabetes, while
also disrupting sleep and appetite, compromising overall health (Feldman et
al. 1999; Genn 2019).

Feelings of devastation, along with financial burdens and educational
responsibilities, can be challenging for women. For some women, the
experience of familial incarceration can be devastating, as this participant,
who 1s 22 years old, expressed regarding the incarceration of her brother
2 years ago: ‘It was devastating when I was told about my brother’s incarceration.”
For this young woman, who identifies as African American and is currently
a student, her brother’s incarceration also brought financial challenges.

She explained, 7t was difficult at first to manage with a tighter income afler the
wmcarceration.” Despite these challenges, she has been trying to remain focused
on her studies: 7 kept focusing on finishing my education despite financial restraints.”
As described by this participant, we can observe the spillover effects of his
brother’s incarceration. She not only deals with the emotional burden but
also faces significant financial impacts, all while striving to continue her
education despite the significant financial constraints placed on her and her
family.

LEmotions of gwilt, along with new caregiving roles and financial burdens,
can be quite challenging for women. For this participant, a female who is 22
years old, who identifies as white, and whose uncle has been incarcerated
for over 10 years, shares the reactions emerging due to these events: Feeling

guilty that life doesn’t stop, heartbroken knowing time passes, the world changes, people
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grow up, and they’re missing it all due to the incarceration.” For this participant, her
uncle’s incarceration brought additional burdens: ‘We became responsible for his
well-being, covering expenses like food, phone bills for communication, and supporting his
children. It can strain personal finances while trying to balance one’s own life.” In this
case, despite the incarcerated individual being an extended family member,
the impacts are direct. She not only has to support herself and her cousins
but also her incarcerated uncle. Additionally, it is important to consider the
long-lasting financial impacts that have accumulated over the 10 years of his
incarceration.

Emotional and financial hardships extending across generations are mentioned
by some participants. This 20-year-old female participant, who identifies as
white, shared regarding her uncle’s detention. Despite the removal of her
uncle was 8 years ago, she remembers how family dynamics were affected
and how, as a child, she could not understand what happened: “7#e feeling
1 remember most was confusion. I didn’t understand why they were in_jail and not at my
grandparents’ house when I visited.” She also shared how her grandparents, the
primary ones affected, were deeply impacted: My grandma was saddened by
the news, and my grandpa appeared angry.” Additionally, she explained how her
grandparents and other relatives were financially impacted as they worked
to raise bail money: ‘My grandparents and family members worked harder to gather the
bail money.” This testimony reveals how the incarceration of a relative, even
an extended family member, can have profound and far-reaching effects on
the emotional and financial stability of the entire family, particularly across
generations.

As a result of these events, individuals may experience deep depression,
which can lead to isolation and avoidant behaviors, such as not seeking help
or discussing these painful experiences. For some individuals experiencing
incarcerations family members can have suicidal thoughts, as expressed
by a female participant, 49 years old, who identifies as American Indian
and refers to her father’s incarceration: / really don’t like to talk about it because
of the emotional and physical toll it took on my family. Some were in deep depression,
and some even contemplated suicide. Thank God things turned around,” (Female, 49

years old, father incarcerated). Dealing with a relative’s suicidal ideation places
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an additional severe emotional burden on the family, which is already
struggling to cope with the challenges of having an incarcerated relative.
Therefore, families may be reluctant to discuss the experience due to the
intense emotional stress it caused within the family. From a health perspec-
tive, avoiding talking about these events or seeking emotional support due
to these unresolved emotions can worsen over time, leading to isolation and,
therefore, to deeper mental health issues such as anxiety and depression
(Feldman et al. 1999).

Stress and anxiely are the most frequently reported outcomes by participants,
and they are the result of intense emotions, financial burdens, and new
responsibilities associated with incarceration. One female participant, 25
years old, expressed feelings of “depression and anxiety” when discussing her
brother’s incarceration five years ago. Another participant, 24 years old,
noted, “It stresses out the entire family,” referring to the ongoing incarceration of
her uncles and cousins. As explained earlier, individuals with incarcerated
relatives experience a range of emotions, from anger to sadness. However,
the predominant outcome is a pervasive and constant stress that extends to
the entire family system.

Findings show the emotional and financial burdens women face when
a relative is incarcerated. These burdens are experienced regardless of
whether the incarcerated individual is part of the immediate or extended
family. Furthermore, the impact extends across generations, causing
estrangement and strained relationships. Emotional and financial burdens
are deeply intertwined; long-term financial pressures can cause emotional
strain, while emotional distress can exacerbate financial difficulties. This
cycle of intergenerational financial vulnerability increases health disparities
as families face a lack of financial resources and prolonged exposure to

emotional stressors.

4.1.2 Deportations and detentions

Studies have consistently shown the severe emotional impacts that the
removal of a father due to deportations and detentions has on the women
and children left behind (Harrigan, Koh, and Amirrudin 2017; Artiga and
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Lyons 2018). In this study, women experiencing the deportation or deten-
tion of relatives describe how they experienced sadness, worry, uncertainty,
fear, and desperation, among others. Like incarceration, these emotions
compound with new emotional and financial family responsibilities, leading
to extreme stress, anxiety, and depression.

Feelings of being overwhelmed and sad, along with financial burdens, are
expressed by the participants. As this female participant, 29 years old, who
identifies as Latina and whose uncle was deported 12 years ago, expressed:
‘Sadness that we are apart, helplessness that I cannot change the situation, I feel over-
whelmed.” For this participant, an additional burden beyond being separated
is the responsibility of sending him money, as she noted, “Financially helping
my uncle’ has become a new responsibility for her family. In this case, and
despite the deportation that occurred 12 years ago, the emotional toll
remains as they continue to support her uncle, a situation that cannot be
changed. The testimony not only describes the emotional and financial toll
deportation has on her family, but also stresses its intergenerational impacts,
as her niece is directly affected by the financial burden caused by her uncle’s
deportation.

Desperation and the urgent need for famuly reunification are additional
emotions expressed by these participants, along with the emotional weight
of supporting individuals who are detained or living abroad, as this female
participant, 26 years old, who identified as undocumented, described 7 am
currently on depression medication because, after many years of living in the USA on my
own, I saved enough money to afford a “coyote” to bring my two younger brothers with
me, but the outcome was not what we expected. One of my brothers is detained, and the
other was deported. I miss my_family, and I cannot do anything about it at this tume.”
Moreover, the failure of her efforts to reunite her family has had a profound
psychological impact, contributing to her depression and other mental
health issues such as anxiety and feelings of helplessness. For this partici-
pant, experiencing both detention and deportation within her family, along
with the need to support her relatives in Mexico, is deeply overwhelming,
as she stated, “7 have to fight to get my brother out of the detention center as soon as

possible and continue supporting my parents in my country.” For this female partici-
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pant, the situation is even more complicated since she cannot travel abroad
due to her undocumented status.

Fear 1s another emotion that shapes individuals lives and health
outcomes (Matthew and Brodersen 2018). One participant, a 38-year-old
woman who identifies as American Indian, expressed that the detention and
eventual deportation of her cousin eight years ago had a tremendous effect
on her. She explained that these events made it difficult for her to focus on
school, as she was constantly ‘worried about deportation or harassment.” She added,
“When you are so heavily preoccupied mentally, worrying about other people, you do not
have the mental capacity to study to your best ability.” As scholars have noted, the
fear of deportation extends beyond the individual directly affected, trans-
lating to other relatives and making daily life activities more challenging
(Vargas, Sanchez, and Juarez 2017).

Stress, depression, and anxiety are also reported outcomes by participants
experiencing deportations and detentions arising from fear, uncertainty, and
significant financial and emotional responsibilities. One female participant,
34 years old, stated, ‘As a mother of a 4-year-old son with autism and with my
husband not being present, it has been very stressful emotionally and financially.’
Another participant, 22 years old, shared the overwhelming emotions she
experiences due to her father’s and uncles’ deportations: 7/ere are a lot of
wssues—financial troubles, emotional stress, early signs of anxiely in the toddlers in the

Jamily, and a lack of belonging” As previously noted, it can be challenging to
separate the complex interplay of emotions, responsibilities, and health
outcomes such as stress, depression, and anxiety. However, it is essential to
recognize that these emotions often emerge in contexts where families are
already vulnerable, and the additional burdens significantly intensify their
health experiences.

As described, events such as incarcerations, deportations, and detentions
exacerbate women’s mental health issues, leading to an overwhelming emo-
tional toll also impacting their ability to manage daily life. In some cases,
we observe extreme outcomes, such as familial suicidal ideation or the need
for depression medication, which emphasize the severity of these emotions

and their profound impact on women’s health. Moreover, the relocation
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of financial resources—such as diverting money to support incarcerated,
detained, or deported family members—can have negative impacts since
it can limit their ability to afford food, healthcare, and housing, directly
affecting their physical and mental health.
Summary

Deportations, detentions, and incarcerations act as significant social
determinants of health, particularly for women in vulnerable and financially
unstable communities. These women often live in environments marked
by fear and stigma, where stress is already a constant factor (Genn,
2019). Growing up and living in these stressful conditions increases their
susceptibility to illness (Genn, 2019). In addition to these challenges, after
deportations, detentions, or incarcerations, women experience overwhelm-
ing stress and anxiety, compounded by severe financial burdens, all of which

contribute to negative physical and mental health.

4.2 Deportations, detentions, and incarcerations as social
determinants of health for men

The literature has consistently shown that more men than women
are removed from their households due to deportations, detentions and
incarcerations (Golash-Boza and Hondagneu-Sotelo 2013; Christian and
Thomas 2009), with women often being the ones left behind, suffering both
emotionally and financially. However, in this study, we found that many
men can also experience familial deportation, detention, or incarceration.
Therefore, it is important to try to understand what are some emotional
and financial burdens that men experience, and how these emotional and
financial burdens could potentially affect their health. In this regard, find-
ings indicate that men who experience familial detention, deportation, or
incarceration face a range of emotions that affect their mental and physical
health. In addition to financial burdens, many men must assume caregiver
roles, mature more quickly, and become the heads of their households.
These emotional and financial pressures can ultimately lead to negative

health outcomes for men.
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4.2.1 Incarcerations

The incarceration of a relative leads to significant emotional and
financial burdens (Arditti, 2012; Ceciliano-Navarro & Golash-Boza, 2021).
In this study, male participants recount how their families were impacted
both emotionally and financially, explaining how the incarceration led to
increased responsibilities, shifts in family dynamics, and financial strain.

For example, one participant, a 29-year-old man whose uncle was incar-
cerated eight years ago, stated, “7here was less help, therefore more responsibilities,
like looking afler extended family.” Another participant, a 35-year-old man whose
brother was incarcerated two years ago, said, More was added to my plate,” and
later explained that even after his brother’s release, they struggled to return
to normal life as his brother faced challenges in finding a job.

The financial dimension was also emphasized by a 21-year-old partici-
pant whose father was incarcerated for 15 years: ‘Only having one income is just
always hard,” he shared, adding that his father still struggles to find stable,
suitable employment: ‘Definitely him getting a GOOD job—one_free of so much
labor—"but i’s all they’ll accept.” These testimonies illustrate how incarceration
profoundly impacts families on both emotional and financial levels, often
with long-lasting effects.

Financial burdens as the one mentioned before, can have very negative
impacts on families, being one of them housing instability (Blankenship
et al. 2023). For scholars’ housing vulnerability after incarceration can
also lead to different health outcomes such as elevated stress, anxiety,
and depression, which may exacerbate preexisting health conditions or
contribute to the development of new ones (Wildeman 2014, Blankenship
et al. 2023). Furthermore, unstable housing makes it difficult to maintain
consistent access to healthcare, adhere to medical treatments, or manage
chronic conditions (Blankenship et al., 2023). Housing vulnerability also
brings emotional and financial burdens, such as being forced to relocate
or remain in a smaller space with extended family, which increases family
stress. This environment can disconnect young individuals from a sense
of home, potentially driving them toward activities that may be harmful

or unsafe, therefore, affecting their overall health. As described by one
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participant, now 21 years old, the impact of his father’s incarceration was
profound. He recalls, It cut off the main source of income, so we were_forced lo sell
our house and move away,” additionally, he remember how the event of deten-
tion of his father occurred, when he was only 5 years old “1#e hardest part was
seeing the police drag my father away from the house and take him to jail. I had to witness
that entire scene.” Another participant, a 20-year-old male whose mother was
incarcerated, explained how the tense home environment made him more
prone to engaging in escapist behaviors: 1 just created a stressful environment,
making me more likely to escape through other activities.” Similarly, a 45-year-old
male participant reflected on how his father’s incarceration, combined with
a loss of income, resulted in housing instability: ‘We couldn’t afford a good

place to live.” These testimonies show the emotional and behavioral impacts
of incarceration on men, particularly how housing instability can create a
sense of disconnection or a lack of belonging. This sense of displacement
may lead individuals to engage in harmful activities, either because of the
unfamiliar environments they are forced to move into or due to the need to
seek out communities or groups where they feel they can belong,

Stigma related to incarceration has been extensively reported in the liter-
ature (Shaw 2023; Schnittker and John 2007; Moran 2012). This stigma is
not only experienced by the person incarcerated, but it also extends to their
families and communities (Moran 2012). In this regard, when men describe
how they feel regarding the removal of a relative due to incarcerations, they
describe emotions such as sadness, sorrow, fear, disappointment, or even
shame. Recognizing all these different emotions is vital since they allow us to
understand health related outcomes. For example, when individuals experi-
ence shame, it can lead to several negative health outcomes. Shame is also
closely related to stigma, and both stigma and shame can lead to social isola-
tion, and social isolation is greatly related to health outcomes (Holt-Lunstad
and Steptoe 2022). For this participant, 25 years old, who identifies as
Hispanic expressed feeling deep shame regarding his father’s incarceration,
which occurred a couple of years ago. He shared, “7/%e main emotional impact
is the fear and shame that comes with having to admut that a family member was in

jail.” In addition to these emotions, he also recalled the financial burden he
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faced: As the eldest, I had to contribute more of my earnings to help support the famaly.”
The emotional and financial burdens described by this participant can

have several significant impacts on his health, particularly as he struggles to
cope with societal stigma and the pressure to support his family financially.
Emotions such as shame and isolation are crucial in discussions of health,

as these feelings can lead to social withdrawal, increased stress, and anxiety.
This, in turn, may result in unhealthy coping mechanisms, such as substance
use or avoidance behaviors (Schnittker & John, 2007).

Men experiencing the incarceration of relatives face a variety of
emotional and financial burdens, all of which can lead to stress, anxiety, and
isolation. This is especially significant as these men often belong to already
stigmatized communities. As some have expressed, the incarcerations only

add more stress to their already complex circumstances.

4.2.2 Deportations and detentions

Most of the literature focuses on the negative emotional impacts of
deportations on children and teenagers experiencing the removal of a
relative (Ceciliano-Navarro and Golash-Boza 2021; Artiga and Lyons
2018). However, in this study, we rely on accounts from adults who have
experienced the removal of a family member due to deportation or deten-
tion. As we will describe, emotional and financial burdens intertwined to
create intense stress or anxiety. The narratives of these events are relevant,
considering the early age at which they occurred and the long-lasting impact
they have on many individuals.

Uncertainty and the need to grow up quickly are common themes in the
testimonies shared by participants in this study. For example, a 20-year-old
participant, who is a citizen and whose father was deported three years
ago, shared, ‘Missing him. Not knowing if he’s okay. Not sure what to do next’. This
young man’s primary concern is his father’s well-being and the possibility
of reuniting with him: ’m stressed about whether I'll see him again.” On top of
these emotions, he also faces new responsibilities, stating, 7 have to be the man
of the house. ‘As we can observe, young men experience many burdens after

deportation. The uncertainty about the future, fear, and new responsibilities
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compounds and negatively affects his health.

The suppression of emotions, along with new roles and financial respon-
sibilities, compounds the impacts of deportations on the participants in
this study. For example, as this participant, a 21-year-old U.S. citizen who
experienced his father’s deportation 10 years ago “I had to struggle to become
independent at such a young age. “lo stand up and become the “man of the house” and be
strong for the others. “lo not cry, even though I wanted to> (Male, 21 years old, father
deported). He also described how his mother had to find a job to support
the family: “My mom had to find a job and support us. It was not the same but we
had to find ways to support each other.” "T'his participant later reflected on how
he missed his childhood due to his father’s deportation: nstead of enjoying
our childhood and having fun, we were selling anything we could just to make a dime.
Saturdays weren’t free days for us. We had to grow up, while other kids our age were
going on trips and having fun.” His testimony illustrates how he had to become
independent at an early age, supporting his household while suppressing
his emotions. These accounts reflect that, despite the events occurring years
ago, many emotions—such as resentment—persist. As mentioned earlier, it
is crucial to recognize these feelings and, more importantly, to understand
how they impact individuals’ health in both the short and long term.

Severe financial strain is commonly reported by participants, particularly
when family members are detained, whether due to bail payments or the
need to support female relatives left behind. Understanding how young
men use their savings to support relatives can lead to feelings of guilt and
obligation, resulting in emotional distress and anxiety about future financial
stability. As one participant expressed, “It was difficult to pay bail and then legal
Jees for my brother; I helped pay bail with the money I had saved up™ (Male, 23 years
old, brother detained 4 years ago). Another participant said, “/ used some of my
savings to help my aunt financially” (Male, 22 years old, uncle detained one year
ago). Both testimonies help to comprehend the intergenerational financial
impacts and how the future of young individuals can be compromised by
allocating their own resources. This is particularly significant during youth
because it can shape their long-term financial stability and opportunities.

Additionally, it seems that all these situations are often normalized, but they
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can have severe emotional and financial impacts. While it may seem routine
to make these financial efforts, they can create strain, obligation, and anger,
potentially leading to other negative behavioral consequences.

Stress, depression and feeling drained are among the most prominent
emotions reported by participants, as this 19-year-old male whose father
was detained and later deported, expressed 7t was very difficull seeing my father
be deported; 1t resulted in me falling into depression and anxiety’ (Male, 19 years old.
Father detained and later deported). A third participant, who is 26 years
old, and who states that is a DACA recipient, emphasized the emotional
challenges, stating that ‘7 /e most difficult part for me is the emotional struggle. I miss
her very much, and sometimes 1 feel emotionally drained because of that’ (Male, 26 years
old. Mother deported). These testimonies show both physical and mental health
are profoundly affected by the stress, trauma, and emotional weight of
family separation and the burdens that follow. Finally, another participant,

a 35-year-old whose uncle was deported, stated, “Stress and depression were
some of the emotional impacts I had to endure during this difficult time.” For him,
even though the deportation occurred five years ago, the situation remains
troubling. He explained, “7he hardest experience is knowing that if they decide to
come back, they could face federal jarl time. It is a dangerous situation, whether staying
or returning.” The emotional impacts manifest as constant worry and stress
following deportations, as families are concerned about the safety of their
relatives abroad and the potential negative consequences if those relatives
attempt to return (Brotherton and Barrios 2011; Golash-Boza 2017).

As noted, events such as deportations and detentions significantly
increase the mental and physical health challenges faced by men. The
added responsibilities of managing a household, along with the need to
provide financial support and access substantial savings, can create consid-
erable anxiety and stress, leaving them feeling that their financial future is at

risk.

Summary
Deportations, detentions, and incarcerations function as critical social

determinants of health, particularly for men in economically unstable and
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at-risk communities. Living in environments marked by fear and stigma,
these individuals often endure chronic stress, making them more vulnerable
to health issues (Genn 2019). The removal of a loved one amplifies their
stress and anxiety, increasing the risk of illness and negative health out-
comes. Additionally, men often face greater challenges in accessing mental

and physical health resources (Lynch, Long, and Moorhead 2018).

Discussion

Deportations, detentions, and incarcerations as social
determinants of health

Entangled Systems. Deportations, detentions, and incarcerations
functions as social determinants of health and vulnerable communities and
impacting particularly mixed status families. Due to the mixed composition
of many families—including both U.S. citizens and undocumented immi-
grants—vulnerable communities are often simultaneously exposed to the
immigration and criminal justice systems. In these contexts, undocumented
individuals may encounter the criminal legal system through their citizen
relatives, while U.S. citizens can be questioned or impacted by immigration
enforcement due to the undocumented status of family members. As a
result, entire families and communities face overlapping forms of surveil-
lance, scrutiny, and vulnerability.

Compounded impacts. First, individuals in these communities who
experience the removal of a relative due to deportations, detentions or
incarcerations often have less disposable income to allocate to their health
needs since a significant portion of their financial resources is redirected
toward supporting not only their immediate families but also extended
family members and those who have been deported, detained, or incarcer-
ated, straining their ability to prioritize healthcare. Second, the emotional
burden of having someone removed from the household, combined
with the overload of new emotional and financial responsibilities, places
individuals in a prolonged state of stress and anxiety. This chronic stress has

significant health impacts, often leading to isolation, depression, reliance on
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medication, and in some cases, suicidal ideation within the families. 7hud,
disruptions due to detentions, deportations and incarcerations go beyond
emotional and financial hardships, also affecting education and employment
prospects (Potochnick and Perreira 2010). As a result, individuals impacted
by these circumstances face difficulties in pursuing social mobility and
securing a stable income, which in turn restricts their financial stability and
access to essential healthcare services.

Men versus women experiencing deportations, detentions,
and incarcerations. The emotions experienced by men and women
when having a relative deported, detained, or incarcerated can be similar
with some nuances related to the nature of the event. However, the
health-related outcomes are similar, with stress and anxiety being present
in men and women. Gender influences the nature of emotions experienced
by men and women; however, the key difference that needs exploration is
the behavioral responses of men and women under extreme stress, anxiety,
or isolation. In the case of incarceration, men may express a tendency to
engage in certain behaviors related to their housing or home environment.
In contrast, when faced with deportations, men often feel compelled to
take on the role of provider and being the head of the household. In this
context, both men and women experiencing deportations and detentions
demonstrate a significant element of resilience that deserves attention.

Persistent financial and emotional burdens. Men and women
testimonies reveal that the emotional and financial burdens for these families
are long-lasting. Not only do families have to support themselves, but they
are also responsible for caring for extended family members left behind, as
well as providing for the incarcerated, detained, or deported relative. Even
if the relative returns after deportation, families continue to support them
as they live in the shadows and struggle to find employment. Similarly,
formerly incarcerated individuals face difficulties securing good-paying jobs,
requiring ongoing family assistance. As a result, the emotional and financial
burdens are permanent and persist over time.

Broad social and economic impacts. Due to intense stress and

anxiety, both men and women may struggle to maintain employment or
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achieve career advancement, resulting in reduced lifetime earnings. Mental
health challenges can also lead to indirect costs related to lost productivity,
including decreased workplace performance, absenteeism, and long-term
disability.

Conclusions

Deportations, detentions, and incarcerations function as social
determinants of health by impoverishing already vulnerable families and
communities. Men and women from vulnerable communities and mixed
status families live under extreme stress and anxiety, which hinders their
ability to succeed both professionally and academically, therefore increasing
poverty and contributing to negative health outcomes.

Future research should explore deeper into access to healthcare,
particularly for men experiencing mental health challenges and isolation. In
a city like Houston, accessing healthcare can present significant challenges.
Moreover, it 1s crucial to explore the impacts of severe stress on young
individuals, especially those in education, as it can limit their ability to stay
in school and therefore affect their prospects, such as career opportunities
and income. Similarly, the effects of stress on working individuals deserve
attention, as extreme stress, anxiety, or fear can limit their ability to work
effectively.

Some limitations of this study relate to the sensitive nature of the topics
addressed. Individuals experiencing deportations, detentions, and incarcer-
ations often face stigma and fear, which may explain why some participants
omitted information regarding their legal status, even though the survey was
anonymous. Additionally, since the survey was designed to be completed
via a link on a phone, iPad, or laptop, it may have excluded individuals
from certain socioeconomic backgrounds who lack access to these devices.
However, it is important to recognize that those with access to technology or
specific socioeconomic and immigration statuses have also been impacted by

these events.
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Policy recommendations

At the Federal-Level Interventions it is important to expand access to
trauma-informed care by funding community clinics, schools, and reentry
programs that serve immigrant and formerly incarcerated populations, as
well as develop and support reintegration programs that help individuals
and families reconnect with social institutions such as schools, workplaces,
and faith communities to rebuild trust and promote long-term well-being,

At the State and Local-Level Interventions, it is vital to support and
implement city- and state-level policies (e.g., sanctuary policies, non-cooper-
ation ordinances) that reduce collaboration between local law enforcement
and immigration authorities. These efforts can help lower fear and increase
public trust in social services. Finally, it is relevant to fund and expand
local community-based organizations that provide services—legal aid,
employment support, housing referrals, and language access—especially in

neighborhoods with high rates of detention, deportation, and incarceration.
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Investigational New Drugs and IRB Liability: How a
University Committee on Human Experimentation

Navigated the Laws and Regulations Around Prison
Research in the Early 1970s
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Abstract

Several policies and regulations were established in the 1960s to help protect
human subjects in biomedical research. One major development was the
requirement of institutional review boards (or equivalent committees) to
review research protocols that received federal funding. Often celebrated

as an advance in the development of bioethics, it proved easier to establish
a review committee than to agree on what exactly its authority was to
disapprove or otherwise intervene with a study design. The declaration

of principles, guidelines, and regulations, pointed in the direction of
protecting research participants’ rights, but the lack of definition of terms
and apparent legal loopholes often caused confusion on behalf of ethics
committee members. This became a critical matter in the 1970s when
research participants who claimed their rights were violated sued university
review committees for negligence, in particular when investigational new
drugs (INDs) were used in experiments. This article focuses on how one
institutional review board — established at the University of California, San
Francisco (UCSF) in 1971 — handled the task of defining “informed” in the
assessment of offering consent, and also struggled to assess the risk put to
human subjects when the investigators themselves did not know the risks,
and even argued that the ingredients of the drugs they were working with
were protected trade secrets.
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Francisco
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Prelude: Two Cases to Consider

Case 1: At the second meeting of the newly established UCSEF Committee
on Human Experimentation (CHE) on October 21, 1971, Committee
Chair Leslie Bennett read a letter he had received from John Bowers (dated
August 17, 1971). Bowers was a Los Angeles attorney who worked with

the National Legal Program on Health Problems of the Poor (est. 1969,
now called National Health Law Program), an organization focused on
“protecting the interests of inmates at California correctional institutions
who volunteer to be subjects in investigations of new or experimental
drugs.” Bowers explained that he was representing a group “composed of
fifteen Black, Chicano, and Caucasian former inmates, relatives of current
inmates, and other persons concerned with the welfare of correctional
populations.”

Bowers had learned about medical experiments conducted at the
California Medical Facility (CMF), a prison hospital in Vacaville, about
an hour north of San Francisco. He had sent inquiries about this research
to Dr. John E. Gorman, Medical Director of California Department of
Corrections, to Dr. R. Curtis Morris, Jr., a physician at UCSF and chair of
the previous ad hoc committee on human experimentation, and eventually to
Dr. Leslie Bennett, as Chair of the reformed UCSF Senate Committee on
Human Experimentation.’

In his correspondence, Bowers included lists of experiments that were
conducted by UCSI faculty at CMF. The UCGSF archive does not have the
list that Bowers shared, but the archive does have a list of studies that was
subsequently provided to the committee by Dr. Henry Elliott, a physician
at UC Irvine and Chair of the Board of Directors of the Solano Institute
for Medical and Psychiatric Research (SIMPR), an organization established
within the prison hospital to oversee non-therapeutic human experimenta-
tion at CMFE.

Bowers asked CHE chair Leslie Bennett what the standards of ethics
review were at UCSE that would have been used to evaluate medical

research projects imvolving human subjects. In a letter of reply dated
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November 23, 1971, Bennett stated that, “The standards distributed by
Vice Chancellor Harper in September, 1966, to the best of my knowledge
still represent the official policy of this campus.” In addition, Bowers
wanted “copies of full protocols of all currently active experiments at
institutions administered by either the Department of Corrections or the
Department of Mental Hygiene in which UGSF Medical Center personnel
are involved.” Bennett replied that because he was unaware of any “master
list” that would enable him to identify such protocols, it was an impractical
request but that, in compliance with the California Public Records Act,
Bowers was welcome to visit the campus and search through the records
himself.*

In a follow-up letter, Bowers sought to know whether the UCSF
committee had reviewed and approved the research conducted by UCSF
faculty at CMF. So memorable was this request that eight years after this
correspondence, Leslie Bennett, in a plenary address to a conference
on Institutional Review Boards (IRBs), reflected on this moment. He
remembered that Bowers “challenged the University of California, San
Francisco’s alleged participation in the research carried out upon inmates in
the medical correctional facility at Vacaville.” He said that Bowers “made
many demands. I might add that the exchange with Mr. Bowers and my
consultations with Mr. Arnold Leong and Mr. Dorinson of the General
Counsel’s Office furthered very rapidly my education in certain aspects of

the law.”® We will return to this case below.

Case 2: In 1968 Otis Clay, who was incarcerated at a federal prison in
Atlanta serving a ten-year sentence on narcotics charges, was transferred to
the Addiction Research Center — a laboratory of the National Institute of
Mental Health — in Lexington, Kentucky. He was told that by enrolling in a
drug research study at that facility he would have superior living conditions,
that he would receive payment for his participation, and that he would be
credited with “meritorious good time.” He claimed also to have “heard”
that he would have access to narcotics.” As a subject of experimental

research, he was administered morphine, pentazocine, chlorpromazine,
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and naltrexone. A week after being injected twice with naltrexone, in doses
that he was assured were too small to cause harm, he suffered a severe heart
attack and was hospitalized.

In 1971, he sued three doctors employed by the Public Health Service,
the U.S. Surgeon General, the U.S. Attorney General, the Director of
the Bureau of Prisons, and the U.S. Government, alleging “inhumane
treatment” and also alleged improper experimental research protocol review
owing to a conflict of interest because the principal investigator was also
the director of the Addiction Research Center and a member of the institu-
tional review board that approved the study. His case was heard before the
Southern District Court of New York and was dismissed by the judge, who
stated that “he believed that prisoners in general were capable of giving
informed consent and that Mr. Clay in particular had been sufficiently
informed about the risks of the research and gave his informed consent to
the research.”” However, the court later granted a motion to restore the case
to the civil docket, and in 1974 an amended suit was filed by the American
Civil Liberties Union under the aegis of their National Prison Project
(established in 1972) on behalf of nine inmates at the Maryland House of
Correction. At that facility, the individuals had been involved in a research
program conducted by the Division of Infectious Diseases at the University
of Maryland School of Medicine. This lawsuit included members of the
University of Maryland’s IRB, the president of the university, and the
principal investigators of the study. Eventually, in 1979, Clay’s complaint
was dismissed by a court that disagreed that the experiments which allegedly
harmed him were conducted in a “negligent and reckless” manner.” While
other defendants continued to pursue damages for injuries to them caused
by the principal investigators, “all aspects of the case involving the IRB and

its chairman were dismissed.”

An Ethical Duty

In the time between the requests for institutional review records on
behalf of the National Legal Program on Health Problems of the Poor in
1971 and the lawsuit filed by the ACLU’s National Prison Project against
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the IRB members linked to prison research in 1974 (the two cases above),
several legal cases had scrutinized the conduct of university ethics review
committees. During these formative years of IRB history, it was becoming
apparent that alleged disregard for the safety of human subjects in medical
experimentation referred not only to the conduct of the researchers, but
that members of the IRBs (or equivalent committees) could potentially be
found negligent for allowing such abuses to occur."

The increased concerns about the legal obligations of ethics review
raised several questions among committee members about what exactly
their responsibilities were in assessing proposed research projects. Moreover,
there was lingering uncertainty about what authority committees had to
ensure that the research complied with written proposals, or what authority
they had to discontinue any research project that they disagreed with."!

The strong objection by researchers in the medical profession against
what they saw as legislative encroachment on “the routine and accepted
practice of medicine” and the application of skilled clinical judgment
swayed ethics review toward the experimental research realm and away
from therapeutic trials."” Yet, reviewing research projects in the experi-
mental realm (where non-therapeutic interventions could be tested for
commercial or other purposes) begged the question of how to assess the
scientific merit, social benefit, or unforeseen risks involved in order to offer
adequate protection of human subjects. As Alexander Capron, a University
of Pennsylvania Professor of Law, opined in testimony to congress in 1973:
“Researchers defend their work by pointing to the benefits they may turn
up ‘for society,” but it is doubtful that even with review by professional
colleagues, they would have the proper capability or authority to weigh
all the societal benefits against the costs or consequences involved in their
research.”"

Lofty assessments of what qualifies as research of value to society
left much room for debate in institutional review committee meetings,
but certain other matters for review, such as assuring informed consent,
appeared to be more programmatic. That is, until the meaning of the terms

“informed” and “consent” were deliberated.
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It was long recognized that a fundamental tenet of ethical conduct in
research was to obtain informed consent, an obligation enforced by law as
established in Salgo'* in 1957 with a revision of its scope in Natanson' in
1960. In 1966, William H. Stewart, Surgeon General of the U.S. Public
Health Service, issued a memorandum which required securing informed
consent for all extramural research supported by the Public Health Service,
thus necessitating institutions to establish some form of mandatory ethics
review committee.'® In 1974, the National Research Act established the
National Commission for the Protection of Human Subjects of Biomedical
and Behavioral Research in part in response to testimony about experi-
mental surgery, prison research, university-centered research abuses, the
Tuskegee Syphilis Study, and genetic manipulation. Of particular concern
to the drafters was that a research participant’s consent be based on full
disclosure, free of any form of coercion. Regarding subjects who were
considered vulnerable to coercion, the Commission was asked to “identify
the requirements for informed consent to participation in biomedical and
behavioral research by children, prisoners, and the institutionalized mentally
infirm.”"”

But untl those “requirements” were submitted in a report by the
Commission in 1978, institutional review committees remained uncertain
about how to assess the appropriateness of research protocols involving
vulnerable populations. The arrival of lawsuits against IRBs on behalf of
prisoners claiming they had been coerced into research participation only
heighten tensions among review members about their legal responsibilities.'
Apprehension grew when, in 1978, the Commission’s report [known as
the Belmont Report] went as far as to say that, “IRB members may be
personally liable to subjects and investigators for ‘malpractice’ or negligence
in discharging their IRB functions.”"

According to an evolving legal principle in this context, when one
undertook to protect others by serving on an IRB, they must exercise
reasonable care in carrying out their review. If a subject was injured during
an experiment, that person could allege negligence by IRB members who

assessed the risks of the proposed research. IRBs have faced multiple
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high-profile lawsuits since the early 1970s, but these cases typically ended
with confidential settlements or without rulings on substantive issues. In
Robertson v. McGee, an Oklahoma court ultimately dismissed the case for
lack of subject-matter jurisdiction. However, before dismissal, the Office
for Human Research Protections criticized the IRB for inadequate ongoing
supervision during the clinical trial.”” Nevertheless, legal commentators have
concluded that, “If IRBs are found legally negligent and IRB members are
named as individuals in the suit, they may possibly have to pay out of their
own pockets if ordered by the court or as part of a settlement. The IRB
may be joined as part of a hospital or university, in which case, the larger
entity would pay.”?!

Yet for a decade preceding the Belmont report — stemming at least from
the 1966 Public Health Service mandate of institutional review — IRBs
struggled with uncertainties about what competencies review members
should have in order to execute their duties. Consideration over the role of
IRB also extended to the legal obligation they had to perform their duties to
a “reasonable standard.”*

A particularly prickly part of institutional reviews was determining
how to assess risk to the subject, and whether such risks were going to be
explained to the prospective participant adequately enough for them to be
informed in their consent. This became more complicated when investiga-
tional new drugs (INDs) were being tested, where the risks might not yet be
known, even by the investigator. As we will explore below, various loopholes
in the procedures for obtaining “investigational new drug” status placed a
barrier between what an investigator was legally bound to disclose and the
ability of an IRB to perform its duty to a “reasonable standard.”

All too often, review committees looked to see if a form certifying
informed consent was present in a proposed protocol where the participant’s
signature would indicate written consent. However, there was disagreement
about how detailed such a form should be. As critics noted, just looking
to see if a form existed might not be a reasonable standard of review.

The highly variable circumstances of each research project created mixed

sentiments about how informed consent could be obtained. In 1967, a legal
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writer on informed consent practices declared that most researchers agreed
“that highly legalistic or idealistic images of what ‘ought to be’ —i.e., of
freely given and informed consent — can probably be satisfied through the
routinization of consent forms but that the outcome of the medical-research
situation itself, as a result of personality factors and subtle pressures that
may operate as restrictions on free choice, may often disappoint ideals.”*
So where in the space between idealism and real-life situations did review
committees operate?

As Laura Stark has shown in her study of early IRBs at the NIH
Clinical Center, review boards in the 1970s often developed authority and
precedent through localized deliberation and interpersonal dynamics more
than through formal regulations.” In the case study presented here, we
see that the UCSEF Committee on Human Experimentation mirrored this
pattern as it navigated uncertain jurisdiction over prison research, resisted
deference to faculty authority, and struggled to define what counted as
sufficient disclosure in contexts where even the investigators lacked key
toxicological knowledge. Unlike Stark’s NIH case, however, the UCSF
committee sometimes faced the added barrier of regulatory opacity sur-
rounding investigational new drugs, a feature that severely constrained the
committee’s ability to judge risk—especially in nontherapeutic prison-based
trials.

What follows is a detailed examination of an institutional review
committee who grappled with these issues. Specifically, the concerns
were: whether risks were adequately explained to prospective participants;
whether the consent was swayed by coercion; and whether there was any
benefit to society or if the research was frivolous. We see in this case study
that part of the challenge was getting investigators themselves to clarify

matters of concern about the experiments they were proposing to conduct.

A Question of Assessing Risk
In August 1972 Dr. Julien Hoftman, UCSF Professor of Pediatrics and
new chairman of the Committee on Human Experimentation, relayed

to the committee a conversation he had with an author and investigative
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journalist named Jessica Mitford. Mitford had gained notoriety following
the publication of her 1963 best-selling book The American Way of Death, an
exposé¢ of the funeral home industry which stimulated congressional hear-
ings on unethical business practices involving the manipulation of grieving
families. Mitford explained to Hoffman that she was now researching a
new book “which will concern medical experimentation conducted on
prisoners.” She had collected information about experiments at California
Medical Facility being conducted by UCSF faculty members that she
wanted to share with the committee. Therefore, she accepted an invitation
to attend the committee’s meeting the following week.

From notes recorded in the minutes of that meeting, Mitford sought
information from the committee about research being conducted at the
prison by UCSF faculty; about any experiments being performed that had
not been reviewed or approved by the CHE; and about compensation made
to prisoners that was used as incentive for subjects to participate.” While
there is no record of the committee’s immediate response to her queries,
notes from a committee meeting the following month indicate that they
had consulted UCSF legal counsel “about the liability of the university in
the case of investigators using their faculty title” in research conducted at
another institution.”

A suggestive reason why the chair of the Committee on Human
Experimentation would consult legal counsel was because Mitford was
also soon to publish an article in The Atlantic that would allege harm done
to inmates who were used as experimental subjects at California Medical
Facility. In particular, this article referenced experiments being conducted by
UCGCSF faculty, who I will refer to as Dr. X and Dr. Y. Writing a piece about
the forthcoming Mitford article, a reporter from the Los Angeles Times talked
to Julien Hoffman in December 1972 who, in the words of the reporter,
“verified that studies have been done at Vacaville without his committee’s
approval.”? The Committee was soon to discover that this research would
become a matter of national attention.

Between the January 1973 publication of Mitford’s article in The
Atlantic, titled “Experiments Behind Bars,” and the publication of her book
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published later that year titled Rind and Usual Punishment: The Prison Business,
the revelations of medical experiments on inmates would not only highlight
the weaknesses of institutional ethics review, but would generate human
rights concerns that would ultimately result in a number of state and federal
legislative reforms for how prisoners were treated in biomedical research.”

Of particular concern to the UCSF Committee on Human Exper-
imentation was an account that Mitford provided of a lawsuit filed on
behalf of a prisoner against Dr. William Keating, superintendent of the
Vacaville prison, and two university physicians who performed harmful
“pain tolerance studies,” Dr. X and Dr. Y.* Legal documents reviewed
by Mitford described the adverse effects of intramuscular injections of
an anti-inflammatory agent called Varidase in experiments funded by the
drug’s manufacturer, Lederle Laboratories. Besides reporting the pain and
discomfort experienced by the subjects, the article also revealed that the
experiments were conducted without knowing what risks to health the drug
may pose, “because I never heard of this thing,” Dr. Y declared during an
interview at that time.*

As a result of not knowing about “this thing,” the individual who
received injections of Varidase had sued for harm done, alleging he “suf-
fered an agonizing, near-fatal disease of the muscles, in the course of which
his weight dropped from 140 to 75 pounds. He subsequently developed
chronic stomach ulcers as a result of being treated for his conditions with
steroids ...."”""!

If the physician, Dr. Y, who oversaw the administration of an exper-
imental drug to human subjects, lacked knowledge of the drug or risks
involved with its use, then who could provide information to the participants
about risks? As we will see, the experimental drugs being used were some-
times developed in private labs, and investigators relied on the fact that the
company provided information to the U.S. Food and Drug Administration
to obtain Investigational New Drug (IND) approval. This means that before
a manufacturer of a novel drug could test whether it is reasonably safe to
give to humans, the manufacturer submits to the FDA an IND application

with data that shows it “screened the new molecule for pharmacological
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activity and acute toxicity potential in animals, [and] wants to test its
diagnostic or therapeutic potential in humans.”* IND approval by the FDA
restricts the use of the drug to certain testing conditions.

However, the information that a drug company provides to the FDA
is in large measure protected by the Defend Trade Secrets Act (D'T'SA, 18
U.S.C. Section 1839), meaning that the formulas and engineering informa-
tion are held secret.” This means that even physicians who are commis-
sioned by the companies to conduct experiments might be ignorant of the
formulas they are working with. Yet once a drug company or manufacturer
receives regulatory approval by obtaining the designation of Investigational
New Drug, the company would then rely on the physicians performing the
trial to conduct the experiments in a safe manner.*

A representative from Lederle, the lab that manufactured Varidase
(the drug that allegedly caused a near-death experience and resulted in the
lawsuit against Dr. X and Dr. Y referred to above™), acknowledged that
companies who commissioned experiments took a hands-off approach to
study design because the physician-investigators “knew what’s best.” The

Lederle representative said:

It’s the responsibility of the investigator to follow the guidelines and
obtain a proper consent form. We don’t dictate to the clinician how he
runs these things. I'm sure you’re aware that the more prestigious the
clinician is, the more convinced he is that he knows what he’s doing, If

you use him, you have little choice but to trust what he says he does.*

Performing a medical experiment on a human without any reasonable
judgment about what harm it may cause was (and remains) a fundamental
breach of ethical research protocols. In fact, the lack of articulation or
explication of risks involved when seeking to obtain informed consent was
the most common reason for the Committee on Human Experimentation to
deny approval of a research protocol.

One example such a denial occurred in November 1971, when the

CHE reviewed a protocol submitted by Dr. Y titled “Topical Absorption
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Studies with Pyridinethione Disulfide.” This refers to a chemical formula
that is derived from a major compound called pyrithione, which was known
to function as a fungicide and bactericide and adapted in a formula later
used in medicated shampoos.” In the 1960s and 1970s, the U.S. Army took
an interest in its potential use as a prophylactic against ringworm infection,
which led to a series of studies using derivative chemical formulas.*

The committee voted to reject the protocol citing a lack of information,

seeking to know “what the animal studies are on this project and if there are
none, why is this being done on humans”; “why is this being done [at all]
— what are the benefits to be received from the study that are not otherwise
obtainable”; and “what are the specifics of the synthesis and characteristics
of the drug being used.”” In particular, the committee sought information
about the toxicity of the drug that was to be administered to humans.*

In this case, even though studies involving pyrithiones would later yield
anti-dandruff shampoos, in its questions to Dr. Y the committee seemed
more concerned with the toxicity of the drug than whether the experiments
were trivial. For the ethics review committee, “toxicity” was important not
merely because of the inherent risk to health if a substance was toxic, but
because many of these non-therapeutic investigations were designed to test
when a toxic effect manifests in humans who are administered different doses of
a new chemical or drug.*' Neither the immediate nor long-term effects of
such exposure were known. Such experiments have been subject to major
criticism because such studies often serve commercial ends, rather than
provide medical benefits to society.*” (This uneasy juxtaposition between
significant physiological risk and trivial commercial outcome echoes the
work of dermatologist Dr. Albert Kligman at Holmesburg Prison, where,
as detailed in Allen Hornblum’s book, Acres of Skin, prisoners were routinely
exposed to potentially harmful substances in experiments that ultimately
served cosmetic or dermatological product development.*)

On November 10, 1971, Dr. Y replied to the committee, saying that an
Investigational New Drug (IND) application for Pyridinethione Disulfide
had been filed with the FDA by the manufacturer but it was confidential,
adding that “the FDA is in a better position than the Committee to ascertain
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‘the safety, stability, and lack of toxicity of drug substances’.” (A note that
Leslie Bennett scribbled on the margin of the letter reads “Committee has
obligation to know toxicity.”) It is probable that Dr. Y and his colleagues
were unable to answer the question about the toxicity of the drug, since
there is no historical evidence that this chemical compound had yet been
adequately investigated.**

But was the FDA 1n a better position than the Committee to ascertain
the drug’s safety as Dr. Y alleged? In the 1960s, the pharmaceutical industry,
touting its scientific “know-how” and expertise (citing a high number of
PhDs in research and development), had established a dominant position
over the FDA. According to a report by Dr. Barbara Mouton, a former
medical officer with the New Drug Division of the FDA, the agency had
become “merely a service bureau for the drug industry.”*

The FDA had a history of being more reactive to drug disasters

than proactive in preventing them.*

Its cautious approach to regulating
the development or testing of new drugs was governed by an implicit
understanding that companies should be able to benefit from being the
first to discover, develop, and market a drug. The secrecy of the New Drug
Application (NDA) allowed for the practical equivalent of patent protection,
giving companies a firm grip on the market. The FDA was bound by
statutes that protected trade secrets. Section 301(j) of the Federal Food,
Drug, and Cosmetic Act prohibited the disclosure of any “method or
process” that is a “trade secret.”*” The U.S. Criminal Code also forbade
unauthorized disclosure by officials of “trade secrets, processes,” and
“confidential statistical data.”*® While the FDA relied on data provided by
drug sponsors in their IND applications, trade secret protections limited
transparency and made it difficult for the FDA and researchers to fully
assess the risks associated with investigational new drugs.* The lack of
transparency also made it more difficult to obtain truly informed consent
from research participants, and demonstrates the challenges faced by
review boards who lacked complete information due to these protections.
Returning to the example referred to above where the UCSF committee

disapproved a protocol because of its lack of knowledge about a drug’s
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toxicity, the physician who submitted the material for institutional review
raised his own counter-objection. “Every new drug may have some toxicity
that is not immediately recognized,” Dr. Y said. “The consent form is
written in such a way that this exigency is taken into account. However, it

is not possible to indicate what toxicity, if any, might occur.””” Again the
committee rejected the notion of FDA confidentiality, saying that members
of the ethics committee “have the authority to request such information
and the duty to judge the use of the drug,” and since Dr. Y failed to provide
information concerning toxicity, the protocol remained unapproved.’!

So infuriated was Dr. Y for the committee’s rejection of his protocol
that on November 10, 1971, he wrote to them to say, “We had hoped that
the new Committee would act with more wisdom and dispatch than its
predecessor. If not, the type of research that I have outlined will either stop

completely or gravitate underground from whence it came.””?

A Question of Informed Consent

University ethics review committees across the country were
contemplating the ethical challenges of human experimentation and the
meaning of informed consent practices. Indeed, a seminal article by the
ethicist Jay Katz published in 1976 still critiqued the medical community’s
apprehension toward fully embracing informed consent, especially in
research contexts, exposing the ethical tensions between therapeutic
obligations and the imperatives of experimental research.”® As Faden and
Beauchamp have shown in their classic 1986 book A History and Theory
of Informed Consent, during this formative period the concept of informed
consent was still undergoing significant conceptual clarification, with early
review committees often conflating the act of signing a consent form with
the deeper ethical obligation of ensuring that subjects truly understood the
nature, risks, and voluntariness of their participation.”

The UCSF Committee on Human Experimentation itself struggled
with several issues when reviewing proposed research protocols that was to
be conducted at California Medical Facility. They debated and searched for

institutional guidance on the use of prisoners as human subjects. In part,
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their concerns related to principles that bore upon questions of coercion
and the vulnerability of subjects, many of whom were under psychiatric
treatment. (Indeed, the name of the medical facility’s coordinating office,
the Solano Institute for Medical and Psychiatric Research (SIMPR),
signals that mental health issues were themselves a focus of experimental
research.”)

The committee also struggled to have faculty comply with standards
of informed written consent. The forms that were submitted for review
often lacked details about experimental procedures, the risks involved to the
subjects, the toxicity and dosage of novel drugs being used, or the purpose
of the experiments themselves. If the committee was not being provided
with this information, then what assurance was there that prisoners would
be duly informed about all these matters?

In attempt to assure the CHE that appropriate protocols of informed
consent were being followed, in 1971 a copy of the template consent form
that was developed by SIMPR was given to the committee. The form
consisted of three paragraphs and two signature lines where the only space
to add new information was where the participant’s name would be inserted
and signatures added. The form declared that “all possible inconveniences
and hazards, to be reasonably expected, have been explained to me,”
though nowhere was there a place to write down specific “hazards.” Also,
the second paragraph of the form provided an exculpatory clause prevent-
ing a participant from holding any authority liable should something go
wrong, a phrase (according to Mitford) that was added by SIMPR to avoid
a repeat lawsuit such as the Varidase case.”® However, such a clause was in
direct violation of guidelines for consent forms.

The standard phrase on the consent form asking subjects to acknowl-
edge that the experiments and any risks involved “have been explained to
me” was not adequate to ensure that such communications were made.
The UCSF human experimentation committee, therefore, requested that
investigators provide on the consent form a “complete description of the
procedure(s), the risks and the possibilities which were ‘fully explained to

me’ must be spelled out in the consent form. In addition, any waiver of
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responsibility on the part of the investigator must be deleted.”’

When reviewing CHE discussions of protocols and their decisions
whether to approve them or not, it is clear that an accurate description of
the experiments and associated risks must be provided. Yet writing down
these details remained challenging for those conducting the experiments.
When appealing the committee’s disapproval of a protocol based on inade-
quate information, investigators working at the California Medical Facility
resorted to offering a reassurance that Dr. X and Dr. Y were better at verbal
communication than with writing out statements. For example, writing to
the ad hoc committee on human experimentation in 1968, Sidney Riegel-
man, Chair of the UCSF Department of Pharmacy (and later member of
the CHE when it was established in 1971), explained:

[Dr. Y] and the medical staff [at California Medical Facility] are experts
in communicating with these prisoners and explaining procedures to
them. It 1s our belief that the prisoners can be made completely aware
of the aspects and background of the tests by these conversations. It is
our contention that no amount of written words will ever substitute for
these oral discussions. I hope that the Committee will agree with this
and not insist upon a revision of the form to the degree that it would

be necessary to make it unambiguously ‘intelligible’ to a grade school

mind.>®

Those who conducted human research at the CMF most frequently,
including Dr. X and Dr. Y, took the “trust me” approach to convincing an
ethics review committee that they were following federal and institutional
policies in the rigor of information provided when seeking informed
consent. This was acknowledged by the committee itself when one reviewer
noted that, following a conversation with Dr. X, “They assure us that the
project will be thoroughly and honestly discussed to the subjects before
asking them to sign the consent form.”

Such practices of deferring to investigators with institutional prestige

was common among early ethics review committees elsewhere in the
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country, as Laura Stark discussed in her book Behind Closed Doors. Stark
shows how IRBs created a tension in the assessment of expert knowledge,
where reviewers display an expertise in rules, but investigators were steadfast
in claiming expertise in their knowledge domain, sometimes describing those
involved in the research as “world famous.”®® However, in this case, the
UCSF committee decided not to accept such implicit assurances, and would
repeatedly reject protocols that did not provide adequate written explana-
tion of the procedures.’’ The fundamental reason for enforcing this was that
it was the accepted standard for ethics review that information be written
and not merely presented orally. Whatever challenges investigators faced
in writing down information that could be intelligible “to a grade school
mind,” they were not grounds for waiving the right of individuals to be
given intelligible information, or for investigators to prove that they provided
such information in writing.

However, such adherence to standards of providing imformed and
written consent was more importantly to ensure that no experiments were
conducted that were considered unnecessarily dangerous.®” To this end, the
committee paid particular attention to assessments of risk, and especially to
what was known about the toxicity of new drugs. As the following examples
illustrate, such concerns provided legitimate grounds for seecking more

information about experimental procedures.

What Information Did an Ethics Review Committee Have?

What follows is a close reading of the ethics committee’s deliberations
about the use of incarcerated individuals in research, where they debate
whether to consider the scientific merit of the study, where they seek clarity
about their own authority, and where they consider matters of potential
coercion to enroll participants.

Philip Thomas Brylke, Jr., served seven years in prison in the 1960s,
including time at the California Medical Facility in Vacaville.® After his
release, from 1969 to 1971 he was enrolled as a student at UC Berkeley
studying criminology. In 1972, he described himself as co-director of the

California Prisoners’ Union.%*
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Brylke was connected to John Bowers, the attorney who represented the
incarcerated individuals and their families who sought to reform California’s
correctional facilities and obtain justice for unethical human medical
experimentation within the system. In Bowers’ correspondence with Leslie
Bennett, Chair of UCSF Committee on Human Experimentation (CHE),
he recommended that Mr. Brylke be invited to review proposals for research
at CMIE to which Bennett replied, “When a protocol indicates that a
prisoner will be a subject, I am sure the Committee [CHE] will be happy to
consider consulting Mr. Brilke [sic] or others who have been former inmates
or those who are now inmates.”®

Committee minutes reflect that Mr. Brylke attended a meeting on
January 13, 1972, a week after the committee had received, and began
discussion of, a research protocol submitted by UCSF faculty member
Dr. X titled, “Percutaneous Penetration of Pesticides in Man,” with the
experiments to be conducted on inmates at California Medical Facility.”®
The minutes indicate that Brylke spoke to the committee from first-hand
knowledge about a range of medical experiments that occur at the facility
by UC faculty, including the allegations that brain surgery (lobotomies) were
proposed on Vacaville inmates taken to UGSI’s Moffitt hospital. (On this,
Brylke is recorded as saying that, “officially the application had been shelved
but that diagnostic procedures are continuing in the prison with the help of
several people with appointments at UC.”"")

Recognizing that UCSF faculty had been engaged with medical exper-
imentation at CMF which, to the committee’s knowledge, had not been
reviewed or approved, they considered this, and other, protocols submitted
that involved incarcerated individuals. One question that was raised was
about what role the university had in relation to research performed at
another institution, in this case, the Solano Institute for Medical and Psychi-
atric Research (SIMPR), located at the California Medical Facility (CMF)
at Vacaville. The matter for deliberation was whether another institution’s
review board(s) satisty the university’s requirements for internal review of
human experimentation that was conducted by UCSF faculty. As we will

see, the answer to this was no, which was in line with the policy of the NIH
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that required review no matter where the research took place.

However, another matter of concern was the relationship UGSF had
with SIMPR. The committee would soon discuss whether a financial
relationship (where UGSF transferred funds to another institution) and
UCSF being named in collaborative research projects implicate UCSF in
any legal or liability issues that may emerge. The committee also questioned
whether full FTE (full-time equivalent) faculty employed by UCSF can
hold any position outside the university — performing medical duties or
research that align with their primary university appointment — but have
that work be considered non-UCSF work. As we will see, the answer to this
by Academic Affairs was no, that all professional work, in whatever location
it is conducted, must be considered part of UCSF duties, and reviewed and
approved accordingly.

This point about the relationship between UCSYE and SIMPR is
important because, as further explained below, Dr. Henry Elliott (director
of SIMPR) would argue that their own review practices were sufficient,
rendering the need for UCSF to perform a separate review unnecessary and
excessively bureaucratic. However, an audit by the State of California of the
SIMPR’s research activities between 1973-1976 would later conclude that
“deficiencies” in its review structure created a conflict of interest between
those who approve research and those (same people) who perform the
experiments.®® Such conflicts of interest contradicted established national
and UCSF policies governing peer review and protocols for obtaining
informed consent.

At a January 1972 meeting, the committee discussed the use of prison-
ers in any experiments as a matter of principle, but especially as subjects
in an experiment with potential high risk and no possible benefit to the
subject. The topic of fees paid prisoners (or any subjects) was also discussed
and it was decided to request information concerning a reimbursement or
compensation on every protocol from that point on. Finally, it was decided
to simply ask Dr. X “why this particular population of normal subjects will
be used,” instead of any other population outside the prison system.® While

the ethical problems surrounding the use of prisoners for medical research
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was well known and considered at the national level by the U.S. Department
of Health, Education, and Welfare, the issue of payment appears to have
added a new dimension to the committee’s deliberations.

As we will see, the question was one of coercion in gaining consent
and what had elsewhere been characterized as “psychologically harmful”
practices to enroll participants in medical research. It is worth underscoring
here that the issue of payment to research participants was recognized
as particularly problematic when the participants were incarcerated
individuals, who sought to earn money by any means available. Interestingly,
this fact was later used as a defense of the practice of payment, with some
prisoners themselves articulating the benefit of earning money.

The minutes of the Committee on Human Experimentation at UCSF
do not reflect whether, or to what extent, the members discussed the risks
to the study participants who were subject to having pesticides applied to
their skin or intravenously injected. In fact, questioning the scientific merit
of the study itself was unstable ground for the committee. At the committee
meeting on November 29, 1971, a statement was read from UCSF anesthe-
siologist H. Barrie Fairley, who was a member of the committee, where he

opined on the scope of the committee:

My attitude is that it is the responsibility of a Human Experimentation
Committee to assess the balance of benefit and risk, to ensure that the
patient will be appropriately informed, and to ensure that the proposed
form of consent will provide the appropriate protection for both the
subject, the investigator and the latter’s employers. The Human Exper-
imentation Committee is not in the peer review business, and should
only criticize protocols where the proposed approach would sufficiently
invalidate the data as to reduce the benefit to risk ratio. Thinking along
these lines, criticism as to scientific merit, will not be indicated when the

risks are negligible ..."

In apparent agreement with this line of reasoning, the committee

seemed more focused on whether a prison population could objectively
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consent to participation. Fundamentally, the committee wanted to know why
this population, and no other, was subject to this sort of research, regardless
of its perceived scientific merit.

To seek elucidation on this, committee chair Leslie Bennett sent a
letter to Dr. X articulating further concerns over his pesticide research
as expressed by the review committee. Bennett wrote, “Specifically, the
committee wishes precise information as to the dosage of the pesticides to
be used, and the nature of the toxicity of these compounds. In particular,
it wishes information regarding whether any of these procedures might
increase absorption, and thus increase the hazard from toxicity of the
compounds. In addition, the committee would like to know what the com-
pensation to the subject would be, and some individuals have questioned
the use of the word ‘volunteer’ when individuals are, in fact, paid to serve at
subjects.””!

It is clear from these questions, raised by the CHE upon review of Dr.
Xs application for protocol approval, that the material submitted for review
lacked crucial detail about the experiments to be conducted. If the Commit-
tee on Human Experimentation was not privilege to this information, what
guarantee was there that human subjects would be informed of toxicity and
risks? For the institution to perform its function to a “reasonable standard”
and ensure ethical conduct in human research, all material relating to
research design, protocols, and information relayed to potential participants
needed to be submitted and reviewed.

There was a dissenting view by at least one member of the committee
regarding the objection to the use of prisoners as subjects for medical
experimentation, as the next meeting of the committee demonstrated.

On February 3, 1972, Dr. Sidney Riegelman, Chair of the Department
of Pharmacy and committee member, wrote to his colleagues on the
committee that, “I believe that prison inmates should have an equal right to
participate in these studies as other people. We are, in effect, establishing a
set of double standards by preventing them from expressing their willingness
to participate. I agree that there may be some special limitations and

considerations placed upon the types of studies and characteristics of the
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selection of subjects, as well as the payment that may be offered to the
subjects. These are details which need to be worked out. As I expressed
earlier to the committee, the prison inmates offer a unique group of subjects
who have extensive free time on their hands and can be available for
continuous monitoring. It should be their privilege to participate in studies
as long as their welfare is being protected.””

This statement articulates three points that would continue to be
debated by the committee over the next few months: first, that the con-
trolled environment (fixed schedule, constant surveillance, etc.) rendered
these human subjects easily manageable, but also subject to manipulation;
second, that this environment was beneficial to the medical researcher who
considered such a controlled environment ideal for monitoring, but this
could unfairly determine selection criteria (no randomization, a preference
for those willing to do anything); third, that payment to participants could
be coercive, yet a “standard fee structure” was established policy at Califor-
nia Medical Facility.

Dr. X expressed his own interests to the committee during his
attendance on February 10. However, he appears not to have presented
any evidence that the prison population was in any way medically essential
to his investigation but rather that it was beneficial to him to continue a
long-standing research project on a population “he found it desirable” to
work with.”

It appears that for the sake of convenience, and with an unresolved
position on the principles governing the use of incarcerated individuals for
medical experimentation, the CHE agreed to change their position and

approve his research to continue for one year.”*

Deliberations on the Protection of Vulnerable Populations

In 1978, two agencies — the National Commission for the Protection of
Human Subjects in Biomedical and Behavioral Research and the Food and
Drug Administration — provided independent recommendations to establish
new standards for IRBs. The revised language distinguished between

informed consent and the consent form. “Informed consent is designed to serve
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the interests of the research subject. ... Researchers provide [subjects] with
an opportunity to protect themselves by deciding whether the benefits are
worth the risks.””” But what if there are no benefits? The consent form, by
contrast, 1s to protect the investigator and institution from legal liability.
However, critics of the written consent form were to argue that the signed
consent forms might actually put the subject at risk by betraying the confi-
dentiality and privacy of the individual.”®

One aspect of the consent process is ensuring that the act of partici-
pation is voluntary. Yet, in the context of prison research, the very concept
of free will was problematic. As Ratnoff and Smith recognized in 1968 in
the fordham Law Review, “Although prisoners are repeatedly told that vol-
unteering for medical experiments will in no way influence their privileges,
how are we to say that there still does not exist the hope that a parole board
might conclude that the volunteer has paid his debt to society?””’

Context matters. The conditions of life while incarcerated at California
Medical Facility are important to examine. CMF was opened in 1955 to
provide psychiatric diagnosis, treatment, and care for inmates suffering
from serious emotional and psychiatric disorders. Because many notorious
inmates were institutionalized at CME, including serial killers Juan Corona
and Charles Manson, the facility was often covered by the press, with
newspaper articles offering glimpses of incarcerated life through inmate
interviews. Common sentiments expressed among inmates were loneliness,
despondency, boredom, and suicidal thoughts.”

Where the medical investigators saw a controlled environment for
them to study the effects of experimental chemicals on humans, the human
subjects saw a restricted space designed as punishment. The lack of self-con-
cern, or the overwhelming desire to break daily routines, or the need to have
canteen money, or having the aim to garner favors from those in power,
were all reasons why prisoners were identified as human subjects in need of
special consideration in ethics review. Concerns such as this are precisely
why an ethics panel faced a challenging task when reviewing incentives
for prisoners to volunteer their bodies for medical experimentation. If the

inmates “lacked motivation” (in the words of the chief psychiatrist) for their
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own wellbeing, the question they needed to consider was who would step in
to protect inmates’ health?

Would an inmate who is recognized as lacking motivation for wellness
participate in research for the purpose of performing a social good? When
asking “What sort of volunteer is acceptable?” when contemplating the
use of prison inmates, the Law-Medicine Research Institute at Boston
University advised that: “Serving as a subject in a medical experiment is
obviously an act of good conduct, is frequently unpleasant and occasionally
hazardous and demonstrates a type of social consciousness of high order
when performed primarily as a service to society.””” What assessment was
made of a “social consciousness” among the selection of inmates at CMF
who were used in experiments?

Interestingly, in 1979 UCLA hosted a National Conference of
Christians and Jews where participants were to discuss questions concerning
prison research and whether prisoners could provide informed consent.

In preparation, a questionnaire was sent to Robert Bradwell, chairman of
the California Medical Facility, secking to know whether prisoners agreed
or disagreed with statements related to coercion, financial rewards, and
comprehension of risks when participating in medical research. In reply,
Bradwell forwarded responses from five incarcerated individuals, a limited
number ostensibly because, in his words, “We do not wish to burden you
with a large amount of reading.” Each of the five inmates registered their
uniform disagreement with the survey’s statements that implied that their
incarcerated position somehow compromised their judgment when deciding
to participate.” While the document may provide insight into the perspec-
tives of a small group of incarcerated research participants, its credibility
as a representative account is limited by the absence of methodological
transparency, the remarkable uniformity of views, and the fact that these
particular respondents were selected by an institutional authority. Given
the broader historical context of public controversy over coercion and
consent in prison research during the 1970s, the selective inclusion of only
supportive testimonies suggests a potential bias toward legitimizing ongoing

research programs.
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The entire context of understanding the mental status of incarcerated
individuals and the complicated principle of compensation for becoming
a human subject for experimentation was what the UCSF CHE waded
through in the first year of its policy making, The more the committee
learned about the extent and scope of experiments being conducted at
CMLE, the more cautious they became in approving any protocols for
research among prisoners.

To be sure, going back to Mr. Brylke’s attendance at the CHE meeting
in January 1972, the committee sought his feedback on information that
was provided by Dr. X who had apparently described his methods of
obtaining informed consent. The committee minutes for the January 6,

1972 meeting refer to chair Leslie Bennett citing a letter from Dr. X dated
July 6, 1971, and to the motion of “getting information from Thomas
Brylke who read Dr. X’s letter ... and he questioned three points from that
letter: subjects selected on voluntary basis, required to sign a consent form,
and [Dr. X’s statement that] ‘the benefits of the procedures involved are
unknown; however no hazards are involved and the volunteers are informed
of the procedures employed before they are admitted to the project.”®!

By “questioning” these three points, Brylke appears to have challenged
the thoroughness of the protocol described, which would explain why
the committee would later ask Dr. X to appear in person to elaborate his
procedures.

This prompted the committee to revisit over a few meetings the vexing
questions about what exactly was “beneficial to the inmates” about these
experiments and whether compensation was appropriate. In the minutes for
the meeting on February 15, 1973, the committee noted “a possible conflict
of interest with prisoners not wishing to report problems because of the pos-
sibility of losing compensation.” Second, the committee asked, “Why will
this be done on prisoners? Could this be done on any other population?”®

The committee identified the salient ethical concern about coercive
recruitment practices. Whatever the convenience to the researchers of hav-
ing a population confined to a setting that provided constant surveillance,

the dependency on the funds offered for participation could easily lead to
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decisions that act against self-interest. The question as to why any other
population was not being used reinforces this point: if no one else would
agree to participate because their perception of risk outweighed benefit,
then it could demonstrate how desperate the prison population was to gain

financial reward at any cost to their wellbeing.

Conclusion

The UCSF Committee on Human Experimentation faced numerous
challenges as it navigated emerging laws and regulations related to medical
research involving human subjects in the early 1970s. These challenges
stemmed from several sources, including unclear ethical guidelines, con-
flicting legal principles, and the complexities of assessing risk and obtaining
informed consent, especially within vulnerable populations like prisoners.

One of the central issues confronting the committee in its early
years was defining and ensuring informed consent. While the concept of
informed consent was a fundamental tenet of ethical research conduct, its
practical application proved difficult. The committee struggled to determine
how to enforce the disclosure of information that should be provided
to potential participants, particularly regarding the risks involved. This
challenge was compounded by the fact that investigators themselves may
not have been fully aware of the potential hazards, especially when working
with investigational new drugs (INDs)].

The laws protecting trade secrets meant that researchers were some-
times ignorant of the formulas of the drugs involved in the experiments.
This put the review committee in a difficult position, as they were tasked
with assessing the risks to human subjects without having all the necessary
information. Even when the FDA had granted a drug IND status and
approved its use in medical experiments, the manufacturer was still pro-
tected by trade secret laws, limiting the information available to researchers
and review boards. This directly impacted the ability of the review
committee to perform its duties to a “reasonable standard” to ensure ethical
conduct in human research.

The committee also grappled with the question of coercion, particularly
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in the context of prison research. Given the inherent power imbalances
and the potential for incarcerated individuals to seek benefits such as better
living conditions or early release, it was difficult to ensure that their consent
was truly voluntary. The committee debated whether payment to prisoners
for participating in research was ethical, as it could be seen as coercive. The
committee considered the concerns that prison life might unduly influence
them to participate in medical research.

The committee’s struggles were further complicated by the lack of
clear institutional guidance and the threat of legal liability. As lawsuits were
filed against IRBs for alleged negligence, committee members became
increasingly concerned about their legal responsibilities. This apprehension
led to greater scrutiny of research protocols and a more cautious approach
to approving research involving vulnerable populations.

Ultimately, the UCSEF Committee on Human Experimentation faced
a complex and evolving landscape as it sought to navigate the ethical
and legal challenges of medical research involving human subjects. The
committee’s experiences reflect a broader struggle within the scientific and
medical communities to balance the pursuit of knowledge with the protec-
tion of human rights. It is worth noting that in 1979, UCSF established the
“Experimental Subject’s Bill of Rights” that was intended to be given to
every person asked to be in a research study.”

The work of the UCSF Committee on Human Experimentation
highlights the critical importance of ongoing dialogue and reflection on the
ethical implications of medical research. As scientific knowledge continues
to advance, it is essential that review boards and policymakers remain

vigilant in protecting the rights and welfare of human subjects.
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Self~Accommodation

Katherine Macfarlane*

Abstract

The reasonable accommodation mandate was intended to ensure access for
people with disabilities. Yet some people with disabilities who are eligible
for and in need of a reasonable accommodation choose to forego seeking
one. Instead, they proceed unaccommodated, or they implement their own
accommodation—taking on the accommodation’s physical and financial
burdens themselves. Focusing on the workplace, as well as health care and
educational settings, this essay identifies the self-accommodation phenom-
enon and frames it as a civil rights failure. In so doing, it challenges the
notion that people with disabilities who are eligible for accommodations but
do not seek them are simply uniformed about the rights they enjoy. Instead,
it contends that people with disabilities who self~accommodate are rational
actors who reject what might be a futile, and humiliating, option. The essay
proposes incentivizing people with disabilities to refrain from self~accommo-
dation by making the accommodations process envisioned by the law more
appealing, and effective.

Introduction

The reasonable accommodation mandate is a hallmark of federal
disability law.! It embodies the Americans with Disabilities Act’s (“ADA”)
commitment to the social model of disability, which views disability as the
result of social barriers that must be dismantled.” Those barriers may be
physical or imbued in policy that render physical spaces and experiences
inaccessible to people with disabilities. Reasonable accommodations are the
tools designed to tear the barriers down.” As Sam Bagenstos has explained,

the reasonable accommodation requirement “is thought to be the ADA’s

* Professor of Law, Director, Disability, Law and Policy Program, Syracuse
University College of Law, and Senior Fellow, Burton Blatt Institute.
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great innovation.”* Yet some people with disabilities who are eligible for
reasonable accommodations never ask for them.

Commentators have suggested that eligible people with disabilities do
not seeck accommodations because they do not know what their rights are.’
If a lack of knowledge is the problem, then education and information-shar-
ing is the solution to ensuring everyone who needs an accommodation
receives one.® Yet even individuals who know their rights still may not
seck the accommodations they are entitled to. Instead, they accommodate
themselves.

To understand why, imagine the dilemma facing an employee with a
disability eager to make a good impression at a new job. Imagine further
that the new employee is a law firm associate with the invisible disability
Lupus, an autoimmune disease that causes joint pain, stiffness, and swelling.”
No one at the associate’s law firm knows that she has Lupus.

On her first day of work, the associate is assigned to an office that
contains a heavy, wooden desk and an executive chair with leather cushions

and plastic armrests, that look something like the below:
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In the United States, the design of office executive chairs is tied to
outdated gender norms, which assume that executive chairs are for men
and that therefore their dimensions should accommodate the largest male
bodies.? The average American woman is 5 feet 3 Y2 inches tall, whereas
the average American man is 5 feet 9 inches tall.” Women’s bodies, typically
smaller than men’s, experience “discomfort and even pain” when sitting in
chairs that do not take their bodies into account.'’

Our new associate is five foot three and a half. Lupus causes her to
experience pain and stiffness in her joints. The executive chair’s head
cushion juts slightly forward, so that when the associate is seated in the
chair, her head hits the cushion at an awkward angle, causing her to lean
uncomfortably forward. The shape of her chair and the height of the desk
force her body into a position that causes her pain, making it difficult to
work.

By the end of her first day, the new associate realizes that she needs a
different chair in order to work without causing her Lupus pain and stiffness
to become exacerbated. Her law firm provides ergonomic chairs that are
adapted to each individual’s body size and shape on a first come, first served
basis. The average wait time for such a chair is about three months. Ten
employees, some of whom are partners, are already in line and waiting for
their ergonomic chair. Without a reasonable accommodation, the associate
will have to wait in line behind everyone else.

The associate has several options. First, she could disclose her disability
and request a reasonable accommodation from her new employer, asking
for a comfortable office chair that does not cause her pain. She might also
request that it be provided to her as soon as possible. Second, she could
work unaccommodated. And third, she could finance and implement her
own accommodation.

The first option is not without cost. Disclosing disability requires
disclosing intimate details about a person’s identity and health."" Beyond
identity disclosure, obtaining an accommodation requires disclosing a
disabled person’s need for assistance.'? As Katie Guest Pryal has explained,

she would never seek a reasonable accommodation at work because of
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“[t]he invasion of privacy, the stigma, the fear of ableism — the general
blowback that seeking accommodations would have brought — all of that
would have been too high of a price to pay for the paltry accommodations
my institution would have granted me.”"

Additionally, if the associate chooses to ask for an accommodation, she
will be forced to disclose that she has Lupus, and potentially be subject to
ableist stereotypes about her ability to work as a lawyer.'* Further, as Nicole
Porter has described, accommodated employees often face special treatment
stigma."” When the associate’s office chair arrives, it will be obvious to others
that she somehow jumped the line. Anyone still waiting on their furniture
may resent her, assuming that she received an unearned favor. Some of that
resentment may come from her peers. But here, the new associate might
also obtain a desired resource before others who are more senior to her,
the very people who may later evaluate her for plum assignments or even
partnership. They may perceive that she received special treatment and
treat her less favorably in the future.

Moreover, her firm’s reasonable accommodation process requires the
new associate to obtain medical proof of disability, and that proof must
be less than a year old. But the new associate has recently moved to a new
town for her new position and has yet to establish care. Her new health
insurance will not kick in until the end of her first month of work, and her
first paycheck is still weeks away. The first available appointment with the
specialist she needs to see requires a six month wait. As a result, seeking out
a specialist who can document her disability presents its own challenges.
The new associate also worries about taking time off for a medical appoint-
ment so soon after starting a new position.

The second option may seem like the path of least resistance. It
certainly involves the least paperwork. But an employee with disabilities who
needs an accommodation and attempts to work without one risks termina-
tion if they cannot perform each of their job duties without accommoda-
tion.'® Will the associate be able to meet her billable hour requirements if
she must complete her work in an office equipped with furniture that causes

her significant pain? Given her experience after only one day of work,
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probably not.

The third option ensures that an employee’s disabilities are accom-
modated and that as a result, she can perform each of her essential job
functions. It also avoids disclosure of personal information about her health
and avoids her colleagues’ scorn. Still, there will be a cost. Though often
inexpensive, accommodations are not free. If our new law firm associate
purchases a new chair and second monitor she will be out several hundred
dollars—at least. She will not benefit from any discount provided to employ-
ers who buy in bulk. To avoid missing work during regular business hours,
she may need to move the new furniture and monitor into her office herself
on a weeckend. It might be physically painful to carry her new furniture and
monitor from the workplace parking lot to her office. She may injure herself
doing so.

Self-accommodation is often perceived as a poor choice made by people
who simply do not know better. Yet people who self-accommodate have
often weighed their options and made rational choices. Understanding
self~accommodation in the workplace and beyond is critical to shaping our
understanding of the reasonable accommodation mandate’s success, and its
shortcomings.

Following this Introduction, the essay proceeds in three parts. Part I
defines and identifies self-accommodation in the workplace, health care
settings, and higher education. Part II explores how self~accommodation
runs counter to anti-discrimination law’s decision to assign the cost of
most accommodations to employers and businesses, and also explains how
self~accommodation may give rise to discipline. Part IIT proposes how
to reduce the likelihood that a person with disabilities who is eligible for

reasonable accommodations self~accommodates. The essay then concludes.
I. Seeing Self~-Accommodation

A. Work
Carrie Griffin Basas has defined self~accommodation in the workplace

as the way people with disabilities “implement strategies and create



From Incarceration to Accessibility 155

reasonable accommodations on their own to be able to work or to work

17

more effectively.”!” In her study of female attorneys with disabilities, Griffin
Basas found that her subjects self-accommodated in three ways: “by doing
the work of accommodation themselves by acquiring adaptive equipment or
making physical space changes, by selecting jobs that are disability-friendly
and flexible enough to be molded to fit their needs, and by becoming their
own bosses through entrepreneurialism.”"®

Griffin Basas’ qualitative research captured the experience of women
with disabilities practicing law. She was interested in “the interaction of a
high-status profession, such as being a lawyer, and a low-status, second- or
even third-class position, such as being a woman with a disability.”"

The first type of self-accommodation Griffin Basas identified took the
form of purchasing adaptive equipment like a keyboard tray, ergonomic
mousepad, or headset, or perhaps installing additional lighting for one’s
office. It might have involved physically moving furniture to make room for
adaptive equipment. Outside of a law firm setting, this sort of self-accom-
modation might involve a cashier purchasing a stool to sit on during long
shifts.

The second type of accommodation Griffin Basas identified, selecting
jobs that are disability-friendly and flexible enough to be molded to fit a
disabled person’s needs, meant that her subjects sought out a specific type
of employment rather than trying to make one particular job work. The
third type of accommodation involved women becoming their own bosses
through entrepreneurialism—such as starting their own law firm. Both of
these forms of self-accommodation are likely only available to individuals
with skill sets that help them negotiate effectively, and those with the finan-
cial security to leave one paying job in hopes that another will materialize.

These kinds of self~accommodation are not a realistic option for most

workers.

B. Health Care
Self-accommodation is not limited to the employment context. Though

legally-mandated, obtaining accommodations in health care settings is
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also not simple. Patients with disabilities may be left with no choice but to
engage in self~accommodation. In health care, people with disabilities may
be entitled to accommodations under either the ADA, the Rehabilitation
Act, the Affordable Care Act, or all three.”” Accommodations might include
providing patient records in a format accessible to screen readers, assigning
patients with mobility impairments to an exam room that requires the least
amount of walking to and from the reception area, or requiring that all
staff, including health care providers, wears masks when interacting with a
high-risk patient.”!

Despite the prevalence of universal masking requirements at the earliest
stages of the COVID-19 pandemic, health care settings have now largely
abandoned masking measures. In most health care settings, patients and
health care providers alike are no longer required to wear masks, and most
providers do not do so even if they treat high-risk patients. Of course,
high-risk people with disabilities are safer when two-way masking is in place:
transmission is less likely when they wear a mask and the people around
them do too. Ensuring that health care providers who interact face-to-face
with their patients are wearing masks remains key. And asking a health care
provider to wear a mask for a high-risk patient is a quintessential reasonable
accommodation request.

Like an employee who needs to be accommodated with respect to her
office furniture, a high-risk patient who needs those around her to wear a
mask faces a difficult decision. First, a patient might identify and engage
with the provider’s formal reasonable accommodation process. Yet a health
care provider, even a large medical center, may not provide any public infor-
mation about how to obtain a reasonable accommodation, let alone with
respect to an accommodation as politically-charged as masking. Though the
legal soundness of requesting masking remains unchanged, some medical
centers have communicated to patients that masking 1s optional and subject
to each provider’s discretion, suggesting that a masking accommodation is
unavailable or unreasonable.

Second, a patient may simply forego any masking-related request. This

option avoids conflict, but also creates the risk that a patient will contract
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COVID-19 or another respiratory illness.

Third, the patient with disabilities who needs their health care providers
to wear a mask may attempt to self~accommodate. What form does
self~accommodation take here? Rather than filling out a form, a patient
will be required to engage in a negotiation intended to result in their health
care provider deciding to wear a mask. The patient may do so by asking
the receptionist at the front desk if the doctor, nurse and/or tech will wear
a mask while interacting with them. Given the lack of understanding
surrounding the legitimacy of masking as a reasonable accommodation to a
policy that does not otherwise require it, non-clinical staff may be unwilling
to facilitate a patient’s request. Or they may simply lack training regarding
what constitutes a reasonable accommodation and how to evaluate and
provide one, or fear a physician’s angry reaction. Here, self-accommodation
takes on another layer of complexity: the patient must negotiate masking
with their health care provider directly.

As I have previously argued, policies that discourage patients’ masking
requests “create a conflict of interest by assigning the decision about
whether a mask is legally necessary to the same person who decides whether
they should wear one.”” Moreover, “[s]ome doctors may refuse to mask
because they believe that such a requirement violates their political beliefs,
regardless of science” or that “the ‘discomfort’ of a mask is beneath
them.”* A patient who asks an unwilling health care provider to mask
creates conflict in a situation in which patients have very little power. That
conflict is not risk-free for the patient. “If patients persist in asking their
doctors to mask after an initial refusal, care may be discontinued, on the
grounds that the physician-patient relationship has broken down,” and even
though termination generally includes a 30-day notice period, “[g]iven
nationwide physician shortages, a 30-day notice is generally insufficient
to transfer care seamlessly.”** “The possibility of discontinuation of care

72 and renders the

becomes a threat intended to ensure patient obedience,
self~accommodation process even more fraught.
My own requests that my health care providers and their stafl wear

masks have been met with everything from a refusal to check me in for my
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appointment, the suggestion that I move out of state, an order that I “show
[them] the studies” on two-way masking’s eflicacy, and, ultimately, termi-
nation of care. All of this occurred in connection with the care provided by
a rheumatology office that prescribed me two potent immunosuppressants
(Remicade and methotrexate). The individual who told me to show him the
studies yelled his request at me in the hallway of his medical practice; he is a
rheumatologist.

Debating a health care provider about their need to wear a mask also
carries with it the risk of personal injury. Imagine a situation in which a
high-risk patient asks an unwilling phlebotomist to wear a mask: “[t]he
patient must have blood drawn so that tests can be run to determine if the
patient’s treatment is working,” but “[n]ot all blood draws are alike—there
are ways to make a blood draw more or less painful.”* There, “[t]he power
imbalance in that moment never favors the patient, who has to weigh the

benefits of masking against the perils of a sharp needle in an angry hand.””’

C. Higher Education

Colleges and universities must provide students with reasonable accom-
modations as a result of either the ADA, the Rehabilitation Act, or both.
Accommodations may take the form of providing accessible dormitory
housing, or receiving extended time on a test. Most higher education
disability services offices require students to provide medical documentation
of disability in order to obtain a reasonable accommodation, and may also
set strict deadlines as to when an accommodation request must be received.
For example, an accommodation related to end-of-semester testing may
need to be made two months before the exam date itself.

Many universities require their professors to include information about
how students can obtain accommodations in every syllabus the professors
share with their students. As a result, a student may receive the information
in question ten times each academic year. Accessibility offices and websites
are often not difficult to locate. Though the information provided to
students about accommodations may not encourage students to seck them,

unlike other scholars, I contend that at least some information is out there
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and that all students see it.

There are other reasons that explain why students do not seek the
accommodations they need. Students, like employees, face difficult options
when deciding whether and how to obtain the accommodations they need.
First, they might try to engage with a school’s formal accommodation
processes. Yet a student who has recently arrived on a college campus far
away from home may be unable to obtain the detailed medical evaluation
and medical records necessary to support an accommodation request
required by the student’s institution. That student may be unable to pay for
an out-of-network provider, for example. Alternatively, a student’s disability
may manifest for the first time, or in a new fashion, long after the relevant
formal accommodations deadline has passed.

Imagine a student who is disabled as result of generalized anxiety
disorder. The student was diagnosed their freshman year of high school.
Until the student entered university, their anxiety did not result in panic
attacks, but midway through the first semester of their freshman year, the
student begins experiencing multiple panic attacks each week. The student
is worried about experiencing a panic attack during an exam administered
by a professor who does not allow more than one five-minute bathroom
break during the exam itself. The student needs permission to take several
off-the-clock breaks should a panic attack occur during the professor’s exam,
which is less than three weeks away.

The student reviews their institution’s formal reasonable accommoda-
tion policies, and realizes that because his documentation is now more than
three years old, it will not suffice to support any accommodation request.
Moreover, the deadline for exam-related accommodations passed several
weeks before the student realized they would need an exam accommoda-
tion.

The student might choose the second option: take a test without any
accommodation, or, as people with disabilities often phrase it, tough it out.
To do so requires embracing cognitive dissonance about how a disability
like anxiety is impacted by an upcoming stressful event such as a final exam.

With a stressful test looming, going without any form of accommodation is
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never a real option for this student.

Third, the student might decide to self~accommodate. They could
attempt to do so by making an office hours appointment with their professor
and asking for permission to take, for example, no more than three off-the-
clock breaks during the exam should the student experience a panic attack.
The student might offer to provide the professor with evidence of their
original diagnosis, explaining that they have not been able to update it. The
professor, in turn, may refuse and refer the student back to the university’s
disability services office.

Given the documentation policy and the expired accommodation
deadline, the student again decides that seeking a formal accommodation is
not a viable option. Instead, they decide to make the most of the bathroom
break provided by the professor. In order to avoid using the restroom during
the exam for reasons unrelated to managing a panic attack, the student
limits their liquid and food intake the day before and the day of the exam
itself.

Predictably, the student experiences anxiety during the exam, and,
sensing an oncoming panic attack, takes a bathroom break 30 minutes into
the four-hour exam. The student is able to eventually control the panic
attack and return to the room where the test is being administered after
approximately ten minutes. However, after the exam concludes, the student
is informed that they have received a failing grade due to violating the
five-minute break policy.

Here, self-accommodation has failed.
II. The Law Against Self~-Accommodation

A. The Duty to Accommodate

As Mark Weber has explained, the ADA is properly viewed as a
“governmental intervention[,] but a modest one, [that shifts] some costs
of disability to employers (in the form of reasonable accommodations),
merchants (in the form of readily achievable removal of barriers for shop-

keepers), and government itself (in the form of program accessibility).”*
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Placing the burden of accommodation on employers and businesses, in the
context of Title I and III of the ADA, “represent|[s] a shift in congressional
civil rights policy by mandating that employers and public accommodations
(along with commercial facilities), respectively, bear the monetary cost of
modifications,” instead of state-funded benefits programs that place the
costs of accommodation on the government and taxpayers.”’

Congress could have, but did not, shoulder the entire cost of accommo-
dations itself, nor did it elect to provide subsidies to businesses that modify
their structures or policies to comply with the ADA.*" Congress did so at
least in part by identifying the least cost avoider. In the context of Title III,
that entity is a company with “an economic incentive to spend wisely and
reduce unnecessary costs when making modifications,” but also one with
“firm-specific knowledge about how and where to conduct modification
projects and the requisite expertise, staff, and access to facilities,” able to
“reduce transaction and information costs that may result in a waste of
resources in a tax-and-spend program.”?!

In the context of employment, the reasonable accommodation mandate
recognizes that employers are best able to bear the costs of employing
a person with disabilities. Self~accommodation redistributes the cost of
accommodations to disabled people, despite the ADA’s recognition that
the burden of rendering workplaces accessible should be on employers.*
Moreover, self-accommodation may require more than financial expen-
ditures; it may force an employee to make changes to a physical space,
without any assistance. Self~accommodation therefore also assigns additional
uncompensated work and costs to employees with disabilities.

Self-accommodation is not a necessary rebalancing. Defendants against
whom failure-to-accommodate claims are brought can already avail them-
selves of powerful defenses, including defenses that demonstrate that an
accommodation is unreasonable, would create an undue burden, or would

fundamentally alter the nature of a business or educational program.
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B. Self~Accommodation as Punishable Insubordination

Self~accommodation creates risk for people with disabilities. Employees
who self~accommodate may risk workplace discipline. For example, two-way
masking may still be necessary for employees who are high-risk for COVID-
19, but some employers have instructed employees to refrain from asking
their co-workers to wear a mask. An employee who self~accommodates by
attempting to negotiate masking with their co-workers may be disciplined,
or even terminated. Though an employer may not retaliate against an
employee who engages in protected activity, requests that an employee
makes on their own behalf outside of a formal accommodation process may
not be shielded from workplace consequences.

Similarly, an employee who self~accommodates by moving furniture
around may suffer physical injury and violate an employer’s safety rules,
risking termination. An employee who self-accommodates by taking on
physical labor that their body cannot manage may be deemed a direct
threat subject to termination.

A patient who self-accommodates risks compromising the patient-pro-
vider relationship, creating conflict that limits access to competent care,
or results in termination of care. Termination of care by a specialist can
jeopardize a patient’s wellbeing. Though state laws often require thirty days
of notice before care is officially terminated, providers who have decided
to terminate care often provide no assistance during the thirty-day notice
period, effectively advancing the termination of care date to the date of
notice. Moreover, when the specialty in question suffers from a provider
shortage, it may take six months or even a year to establish new care. In the
meantime, patients go without treatment.

A student who self-accommodates may violate an institution’s policies
regarding how and to whom disability may be disclosed. As a law school
student, I experienced this consequence myself. My legal research class
included an assignment that required students to find hard-copy sources
in the library in a limited amount of time (as I recall, we were given about
thirty minutes to complete the assignment). Students who could move

around the library quickly, or without impediment, were at an advantage as
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they would be able to locate more sources. At the time, I was experiencing
rheumatoid arthritis flares that caused my knees to swell. Moving quickly
was either painful or simply impossible.

I contacted my school’s accommodations officer about the assignment,
and learned that he was out of town. Fearful that the assignment would
happen before the accommodations officer returned, I spoke to my legal
research professor about my concerns. That is, I attempted to self-accom-
modate. The professor was kind and encouraged me to reach out to the
accommodations officer again.

When I finally met with the accommodations officer, he informed me
that I had violated the school’s honor code by disclosing my disability to my
professor, and threatened me with disciplinary action. I feared that I would
fail the class, or be expelled. The accommodation ultimately suggested
to me by the accommodations officer was carrying a small stool around
the library during the assignment. Carrying a stool was, of course, an
unsuitable solution for someone with a joint disease, and did nothing to help
me manage how physical disability impacted my ability to complete the
assignment. Throughout my decade in legal academia, I have heard from
other law students that they too have been threatened with similar discipline
and informed that they have violated a school’s honor code when they

shared details about their disability.

III. Reducing Self-Accommodation

This essay has argued that self~accommodation is a rational choice.
However, it is also one that undermines the accommodation mandate, a
hallmark of U.S. disability law. To render self-accommodation less common,
the circumstances that lead to self~accommodation must change.

First, self~accommodation should not be treated as a problem that arises
out of ignorance. When a lack of information is perceived as the problem,
providing disabled people with more information becomes the only solu-
tion—even though it is often no solution at all. For example, consider how
most universities require instructors to include a statement in their syllabi

about how a student can obtain a reasonable accommodation. The informa-
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tion that is inserted into a syllabus is standardized, and is often characterized
by bold, all caps text. If a student takes five classes in a given semester, they
receive the same accommodations information five times over.

Accommodations are a frequent subject of conversation, and vilifica-
tion, on university campuses. Students who experienced disability before
college may have also had Individualized Education Programs or Section
504 Plans in connection with their disabilities, and aware of at least the
notion that some protection would continue in college. Disability requires so
much self-advocacy and self-learning that it is odd if not illogical to assume
that students are not requesting accommodations because they do not know
they are entitled to them. A student who flips through at least one syllabus
throughout their undergraduate career will know that accommodations are
available. A contrary suggestion patronizes people with disabilities.

Of course, some students who experience disability for the first time in
college do need guidance. They may be unaware that help is available. But
an accommodations system could still support those students while tackling
the larger issue of how inhumane the accommodations process has become.

Limiting a person with disabilities’ resort to self~accommodation
first requires making the accommodation process more attractive. In the
employment context, strengthening confidentiality protocol regarding both
an employee’s underlying disability and the fact that an employee receives
an accommodation would lessen concerns about disclosure. The ADA treats
information about job applicants’ and employees’ medical conditions and
history as presumptively confidential. Interpreting those provisions broadly
would provide greater protection for information that gives rise to stigma
and scrutiny, and render the fear of disclosure less of a barrier to seeking
an accommodation. Moreover, information that an employee receives an
accommodation often reveals that an employee is disabled, and how. For
example, a cashier who asks for a stool to sit during a long shift is disclosing
that they have difficulty standing for the duration of the shift. That itself
is the disclosure of an impairment related to standing (or mobility). The
protections afforded the medical records justifying the employee’s need for

the stool should be extended to information about the fact that the stool is
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being provided as an accommodation.

Another way to render the accommodation process more attractive is to
eliminate the conflicts of interest current processes create. At work, an indi-
vidual who does not supervise the employee requesting the accommodation
should be charged with reviewing a request for reasonable accommodation.
Because workplace accommodations require an interactive process, and
involve some negotiation, or at least an attempt at negotiation, an employee
should not be forced to negotiate the terms of their accommodation with
the same person who determines whether they receive a raise or promotion.
Accommodation procedures should also be made transparent, both during
employment and during the interview and onboarding process. Onerous
documentation standards should be revised or eliminated.

Accommodation procedures in higher education are long overdue for
an overhaul. Many colleges and universities require students to deliver
“accommodation letters” to their professors, disclosing the students’
accommodation needs and often their underlying disability in one fell
swoop. However, most professors do not need to know about their students’
accommodations. For example, if a student is accommodated with a
notetaker, all a professor needs to know is that a notetaker will be present
in their classroom—not who the notetaker is there for. If the notetaker is a
member of the class, the professor arguably needs to know nothing about
that particular accommodation. Professors who do not proctor their own
exams do not need to know who is receiving additional testing time.

The use of accommodation letters, and other standardized accom-
modation notification processes, are often employed because they are
administratively convenient. Students take on the free labor of assisting in
the administration of their own accommodations, though the law does not
require them to do so. Forcing a student to communicate to their professor
that they are receiving an accommodation may also unintentionally
empower a reluctant professor to refuse to implement an accommodation.
A professor may feel emboldened to refuse a student, but would not refuse
a university employee. The student whose accommodation is refused

must then also take on the labor of communicating and overcoming the
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professor’s refusal. When reasonable accommodations are accompanied by
this much work, self~accommodation, or no accommodation at all, looks like
the better option.

What about healthcare? This particular setting does arguably suffer
from an information deficit, but, it is not people with disabilities who need
to be educated. Rather, everyone from a practice’s receptionist to a large
hospital’s patient relations department should be trained in facilitating the
accommodation process. Telling patients that doctors are no longer required
to wear masks in response to a patient’s request that their doctor do so,
for example, miscommunicates the law. An accommodation may require
changing a general policy. A masking request made in a healthcare setting is
very easily identifiable as a request intended to accommodate a disability. In
healthcare settings, a patient needs the care they have signed up to receive,
and cannot risk angering a provider by negotiating something as politicized
as a masking request. The entity subject to the federal law that requires that
accommodations be made must develop a system that supports patients and
takes on the burden of evaluating and implementing those accommodations
that are deemed to be reasonable.

In the workplace, as well as in health care and higher education settings,
accommodating people with disabilities should be treated as a necessary and
beneficial aspect of the status quo rather than as a burdensome departure

from the norm.

Conclusion

This essay has described how people with disabilities self-accommodate
at work, in health care settings, and in higher education. It has argued that
their choice to do so is not a result of ignorance, but rather a rational choice
informed by their knowledge of how the accommodations process functions,
and fails. It has also described how self-accommodation is a civil rights fail-
ure. The accommodation mandate is an integral aspect of the integration
the ADA was designed to bring about. Self-accommodation is a solution,
but when a person with disabilities chooses it over a reasonable accommo-

dation provided, civil rights law has failed to reach the very individual it was
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designed to assist. It also represents an unintentional rejection of the social
model, embraced by the ADA, through which society, and not the individual
experiencing disability, is tasked with dismantling barriers. In that sense,
self~accommodation violates the spirit of the law.

People with disabilities who choose to accommodate place themselves
at risk—of discipline or retaliation. Reducing self~accommodation requires
overhauling the accommodations process, rendering it less fraught with
disclosure anxiety, less burdensome with respect to documentation stan-
dards, and less discriminatory. Once legal accommodation becomes more
appealing, self-accommodation will abate.

The second Trump Administration has focused a spotlight on all
employees who may be perceived to have received a hiring advantage
related to their difference. President Trump has suggested that unqualified
people with disabilities have been hired by the federal government, and that
their lack of qualification may be to blame for the failures that resulted in a
recent plane crash at a Washington D.C. airport. Of course, federal disabil-
ity law only protects employees with disabilities who are qualified for their
positions, and does not protect those who pose a direct threat to others as
a result of their presence in the workplace. Nevertheless, because all forms
of identity-based difference are currently the subject of potential scrutiny,
people with disabilities may be even less inclined than before to identify
themselves as disabled, or to ask for accommodation as a result of their

disability. As a result, for the near future, self~accommodation may persist.
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Disabling Torts

Beth Ribet*

Abstract

Torts damage arguments in injury claims have long been attached to a con-
ception of disability as a cruelly inflicted tragedy. This discussion proposes
the possibility of “disabling torts,” modeled loosely after Robert Rabin’s
conception of “enabling torts,” to prospectively introduce a more com-
plex conception of disability into torts doctrine. A “disabling tort” is one

in which a tortfeasor who has created or has escalated substantial and/or
permanent disability might be held further liable for making the tort victim
foresecably vulnerable to disability discrimination or disability subordina-
tion by third parties. This model invites attention to prospects for using torts
doctrine to address “disablement,” defined to include physical and mental
disabilities that have been created or escalated by exposure to patterns of
violence, exploitation or inequity. The chapter also considers some obstacles
to advancing a “disabling tort” argument successfully in court, and reviews
prospects for working through such barriers. The analysis concludes with
consideration of the prospects for using “disabling torts” arguments to at
least partially challenge systemic racial, gender and economic inequities cur-
rently operationalized through torts damage claims.

Introduction

In popular film and television representations of torts litigation, the
plaintiff in a torts claim is stereotypically a person who is visibly and
obviously embodying some form of disability. She/he/they may be using a
wheelchair, wearing a neck collar, or displaying a cast and crutches, or may
be made up to represent proximity to terminal illness and premature death.

Disability, in our collective imagination, can be the drastic outcome of a

* Beth Ribet is the director and co-founder of Repair, a Health & Disability Justice
Organization. She also lectures at UCLA, UC Law San Francisco and Tulane
University School of Law. She can be reached at: beth.ribet@gmail.com
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tortious act. The “damage” to a body is the most compelling evidence of
the harm committed by a tort-feasor. The more tragic, devastating, pitiable,
or heart-rending the disability, the more compelling the narrative of harm,
whether the villain is a drunk driver, a greedy insurance carrier denying
valid medical benefits claims, a corporation poisoning the water supply of
a neighborhood or town, the manufacturers of Teflon, or a perpetrator of
domestic violence. Popular representation has real-world implications of
course, in both embodying and shaping the perceptions of jurors, judges,
and other legal actors, and in turn, the types of narratives likely to gain
traction in legal proceedings.'

In torts practice, though the representations of disability are not as con-
sistently simplistic or stereotypical, and though practice will typically lack
the glamor and drama of popular representation, the fundamental associa-
tion between disabling harm and the legal viability and value of a claim has
meaningful import.” Medical evidence and plaintiff testimony regarding the
experience of becoming physical or mentally injured, impaired, or ill as the
result of the negligence or malice of another party serves as a vital element
in torts claims, for instance in the sub-fields of medical malpractice, product
liability, some intentional torts, and broadly, a variety of other claims
proceeding under personal injury doctrine. In torts litigation narratives,
disability demonstrates the severity or degree of devastation associated with
tortious harms, and thereby helps to determine the value or economic worth
of a torts claim.” That is, the greater the purported damage associated with
a disabling act or dynamic, the more profitable or valuable a corresponding
damage award can prospectively be. Disability — in such torts claims — is
an inflicted harm, originating in the wrongful act(s) of another party, and
translating, when successfully represented, into economic reparation.

Disability civil rights and human rights laws generally operate with
radically different conceptual premises.* Whereas in torts claims, the
emphasis is on the representation of disability as an inflicted harm and
experience of resulting damage, disability rights law is grounded in a
number of underlying aims advanced by the disability rights movement,

including de-stigmatization of disability, removal of structural and ideologi-
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cal barriers to social and economic participation for people with disabilities,
and maximization of equal opportunities.” The tragedy or wrong postulated
in Western disability rights law rests not in disability itself, but in the social
reaction to disability. That is, the disability rights movement has told us,
and disability rights law at least partially echoes the message, that people
with disabilities are not fundamentally or organically burdened or troubled
by our own bodies or psyches, but rather are only or primarily harmed by
inaccessibility, discrimination, and prejudice, all dynamics which emerge
after or when a disability is present.® Disability rights law is not presented
as a remedy or response to the origination of disability itself, but rather
as a corrective mechanism intended to remedy injustice or inequity in
response to disability, regardless of its origin.” Disability, in civil and human
rights legal frames, is a basis for protected class membership, and is vested
in broader legal promises related to freedom from discrimination in civil
society.®

There is an obvious tension between the utilization of disability as evi-
dence that a person is damaged in torts legal doctrine, and the efforts of the
disability rights movement to operationalize disability civil rights in order to
combat the associations between disability and representations of tragedy,
damage or defect, or deficiency. For example, in a journalistic intervention,
disability scholars Heidi L. Janz and Michelle Stack recently articulated a
social constructionist view of disability, stating: ““T'hink disability is a trag-
edy? We pity you.” In the ensuing discussion, although the authors were
not specifically engaging law, they proceeded to describe and define pre-
cisely the sorts of premises that are normatively operating in conventional
torts doctrine as an ideological expression of “ableism” — or oppression and
discrimination based on disability.'” The field of Disability Studies in the
last two decades has generated a host of literature analyzing and decrying
traditional medical conceptions of disability that presume disability as a
defective or deficient state, as compared to supposed constructs of normal
bodies and psyches.!" In this framework, the presumption or assertion that
disability is a tragic or negative experience, as opposed to a benign, albeit

stigmatized social variation, is understood as a disability-based prejudice,
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which inflicts harm on persons with disabilities through the deployment of
flat stereotypes inviting pity, blame or contempt, and by underestimating the
many capacities and potentials that people with varying disabilities possess.

It should therefore not be surprising that normatively, disability-related
claims in torts doctrine (at least those in which disability exists or has been
escalated as a consequence of a tortious act or fact pattern) and disability
rights claims grounded in civil rights doctrine commonly operate in separate
spheres. When discussing torts framing of disability with colleagues engaged
in disability rights advocacy or work, whether in law and social service
spheres, I have repeated heard the ideologies about disability manifest in
torts doctrine described in energetically critical terms such as “disgusting,”
“exploiting the worst images of disability,” or “horrifying.” These references
particularly pinpoint the common practice by plaintiffs’ counsel of describ-
ing disability in the most catastrophic or tragic terms, in order to maximize
the evidentiary value of medical facts related to an injury, impairment or
illness. While my identification with disability communities is strong, person-
ally and intellectually, my purpose in this paper is not to engage in reflexive
finger-pointing at torts practitioners for utilizing stigmatizing language, or
to under-estimate the ways in which the current structure of contemporary
torts litigation often presupposes and mandates arguments within precisely
such stigmatizing frames.

Even among practitioners who may be particularly friendly to disability
rights epistemologies and agendas, or empathically connected to clients
struggling with disability stigma, it would likely be ineffective, and in the
worst instances legal malpractice, to advance a torts claim related to a
disabling event or harm, and to simultanecously argue that the resulting
disability is in fact not a harmful experience. That is, despite their many
compelling aims, it would be reasonable to state that, at least at present,
mainstream disability rights frameworks focusing on the de-stigmatization
and normalization of disability apparently have little to offer plaintiff-side
torts practitioners, as the emphases on removing stigma and acknowledging
the positive and benign elements of disability hardly strengthen legal actions

that rest in part on demonstrating that disability is persuasive evidence of
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damage and harm. This dichotomy, in which one cannot simultaneously
advocate for positive conceptions of disability and pursue meaningful
remedies for harms that are disabling, should be understood as part of a
larger legal landscape in which complexity or the wholeness or integrity of
experience are too often inarticulable.'”

One response to the tension between torts and civil rights frames might
be to simply accept that each has fundamentally different premises and
ideological foundations, and nevertheless both have functioned for decades
in advancing their respective purposes, notwithstanding their irreconcilable
elements. It is not novel, after all, for varying areas of legal doctrine to
embody incompatible or dissonant principles, and to nevertheless continue
to operate in their own spheres."”” While the differing frames may be theo-
retically interesting, beyond comparison as an intellectual exercise, why does
engaging this tension matter? I have two responses to this question.

First, representing a client’s disability and its economic and social
implications can implicate professional responsibility. While many attorneys
may reflexively consider a client’s “interests” strictly in terms of the client’s
attachment to a favorable legal outcome or a “win,” it is vital to note that
standards of professional conduct encourage attorneys to provide “counsel”
as needed, in a broader sense. As a simple example, the American Bar
Association Model Rules of Professional Conduct delineate the role of an
attorney as an “Advisor,” and state that: “In rendering advice, a lawyer may
refer not only to law but to other considerations such as moral, economic,
social and political factors, that may be relevant to the client’s situation.”'*

Having one’s disability rendered in comparatively catastrophic or
stigmatizing terms will predictably have at least some psychological and
social consequences for many plaintiffs. On balance, some clients may
be fully able to manage those consequences, and may also be thoroughly
capable of making an informed choice to prioritize particular positive legal
outcomes over other social-psychological considerations. However, it can
readily be argued that whether or not any shift in legal strategy ultimately
results, plaintiffs’ attorneys have some ethical obligation to consider the

psycho-social consequences associated with representing disability in a
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torts claim, and to provide counsel informed by that consideration, among
the various factors bearing on client’s interests.”” That is, the frames and
considerations that tend to typify disability civil rights doctrine, while not
eclipsing the existing traditions, precedents and norms operative in torts
claims, should not truly be understood as presumptively separate from or
irrelevant to torts litigation. Robust application of legal standards of profes-
sional conduct can mandate that in at least some cases, the social and legal
meanings of disability need to be contemplated from multiple vectors.

My second response to the question of whether and why to integrate
equity-based conceptions of disability into torts practice constitutes a
primary project in this paper. My supposition is that there is an under-ex-
plored opportunity to draw on conceptions of disability prevalent in
disability movements, inclusive of disability rights, and also disability justice
movements.'® Doing so can enhance, rather than detract from the viability
and material value associated with torts claims related to many forms of
disabling injury or harm. Advancing this thought experiment, and ideally
making it the basis for an analysis with practical utility, involves several
theoretical elements and tools. First, in order to explore how a critical
disability analysis might strengthen a torts claim, I engage the concept of
“disablement.” Disablement is a term primarily located in critical disability
theory, and in its varied definitions, consistently implicates the social con-
texts that shape disability.'” After introducing and explaining the concept, I
reflect on its prospects for productively informing plaintiff-side legal strategy
in torts claims related to one or more disabling conditions.

This project also draws on the work of Robert Rabin, and his now
classic analysis in “Enabling Torts.”'® Rabin’s analysis of gun manufacturer
liability essentially proposes that in assessing tortfeasor culpability, “the
enabler” — referencing a person or entity who takes actions that sets the
stage for the tortious act of another — can be subject to damages for creating
a risk that would not have existed or would not have been as severe, but for
their actions.'” Rabin’s analysis complicated the field of torts scholarship
in order to better capture the complexity of liability involving successive

causation.
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My analysis similarly engages successive causation in torts claims,
and essentially moves in a different direction. Rabin’s analysis takes the
tortious act as an endpoint, and then focuses on the relationships between
and choices made by actors who played different roles in bringing that tort
to fruition.” In contrast, I take a tortious act as a beginning point, and
consider how the infliction of a disabling injury can make the tortfeasor
prospectively liable for increasing the risk of plaintiff vulnerability to a
range of present or future harms and legal claims, including but not limited
to disability civil rights violations by third parties. This intervention is
meaningful. The approach allows for the articulation of legally cognizable
damage without exclusively relying on the framing of all disabilities as a
medically defined tragedy. That is, by disabling a plaintiff, a tortfeasor has
certainly created some illness, injury or impairment to which torts doctrine
traditionally accords varying “value” based on medical consequences or
outcomes. But in addition, I propose that the tortfeasor can face liability
based on social definitions and responses to disability drawing directly
on (though not necessarily limited to) conceptions of disability present in
contemporary disability civil rights doctrine.

In instances where the disabling damage is, in medical terms, moderate,
ultimate economic damages might nevertheless be higher based on argu-
ments about vulnerability to discrimination and other social risks associated
with disability. Rabin’s argument is a vital foundation for this frame, because
he does the crucial work of conceptualizing and articulating how one actor
may bear some torts liability for enabling the action of another.” As noted
however, because we are exploring different axes of liability, an analysis of
disablement and torts claims must engage some different questions. One of
the more formidable challenges embedded in this analysis involves establish-
ing liability for potential harms that may not yet have occurred at the time
of legal action, but that are likely and foreseeable. In subsequent discussion,

I explore some pathways by which this type of advocacy can occur.

Disablement: An Introduction to the Concept
An 1nitial conception of “disablement” was piloted in 2001 by Marta
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Russell and Jean Stewart, as a contribution to the interdisciplinary field
of Disability Studies, and as an adjunct to related disability activism and
advocacy.”” As Russell and Stewart advanced the term, “disablement”
refers to the set of processes that undergird and limit the social status of
“person with a disability.”* A salient feature of disability in Russell and
Stewart’s paradigm 1s its social meaning, and the set of economic, structural
and political constraints imposed on people with disabilities by our social
world.? In this analysis, a physical or psychological impairment, illness
or injury may exist in its own right, and may or may not pose an innate
hardship or organic experience of deprivation or suffering. However, the
socio-political subordination of people with disabilities should be under-
stood as a substantial, if not the primary reason why people with disabilities
are truly “disabled.” That is, disablement references the institutions, norms,
restrictions, inequities and structural dynamics that result in people with
disabilities being disproportionately impoverished, often excluded from
multiple areas of community or political participation, stigmatized, and
disproportionately institutionalized or incarcerated.”

The oppression or harm caused by “disability” in this schematic is
not primarily located in a (supposed) defect or weakness in individual
bodies or psyches, but rather in the dehumanization, punishment and
marginalization experienced by people with disabilities at the hands of
the state.”® This epistemological relationship to disability is consistent with
the “social constructionist” critique in Disability Studies. Critical disability
theorists have posited a dichotomy between social vs. medical conceptions
of disability, with the latter embodying traditional notions of disability
commonly deployed in medical professions, and also incorporated in U.S.
law and policy.?” Although there are varying elements of the social construc-
tionist critique, the core message consistent through most of its applications
challenges the presumption that disability is an objective, medical or psychi-
atric fact, unmediated by the social response to illness and impairment, and
the social location — including the racial, gender and class identities — of an
individual with a disability.”® In this theoretical intervention, the “problem”

of disability is vested entirely, or at least substantially, in medical, legal,
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economic, and other structural responses to disability, rather than in the

body or psyche of an individual with a disability.?

Introducing Another Dimension of Disablement

I generally adopt and appreciate Russell and Stewart’s conception of
disablement. Although in this and prior work, I use a partially redefined
version of the term “disablement,” my agenda in deploying the word is
an expansion of, rather than a critique of, Russell and Stewart’s original
framework.” I have previously proposed and illustrated a second (and
compatible) definition of disablement.’! Specifically, in addition to adopting
Russell and Stewart’s meaning, I utilize the term disablement to describe
the imposition of injuries, illnesses and impairments as a direct consequence
of exposure to subordination and inequity.* That is, “disablement,” in
my academic and community work, describes the processes by which
subordination based on race, gender, class, sexuality, religion, citizenship
and age can operate to damage, sicken, injure, and sometimes break bodies
and minds, with long-term disabling consequences.” Whereas Russell and
Stewart focused on the social interpretation and process of subordination
based on perceived or actual illnesses, injuries or impairments, my second
conception of disablement foregrounds the ways in which subordination
— based on race, gender, class, sexuality, age, religion, immigrant status, or
any related form of social vulnerability — can generate new injuries, illnesses
and impairments, which then, as new or escalated “disabilities” become the
target of further subordination.’

This compound definition of disablement deliberately encompasses a
very wide range of social dynamics and their physical and psychological
consequences. For instance, racial justice and environmental advocates
have delineated the practice of dumping industrial waste or other toxic
by-products in low-income neighborhoods, disproportionately comprised
of poor people of color, as an example of “environmental racism.” The
documented consequences of such practices include development of
asthma, certain cancers, and other diseases related to toxic exposure from

air or groundwater.” To the extent that such conditions can be understood
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as “disabilities” — and in most instances under contemporary U.S. disability
law they can — the development of disease as a result of vulnerability to
environmental racism can also be understood as one example of “disable-
ment.”

Disablement can also be the consequence of exploitation or violence.”
Tor instance, widespread phenomena such as gender-based and domestic
violence have well-documented medical and disabling consequences. These
can include the infliction of a range of potential physical injuries, some of
which may be permanent, and also normatively and routinely include the
generation of post-traumatic stress disorder, as well as other prospective
psychiatric disabilities such as anxiety disorders and clinical depression.*
Similarly, labor exploitation, for instance in “sweatshops” or among migrant
or day laborers, when continuing over any substantial length of time,
commonly results in physical ailments associated with overwork or exposure
to brutal or unsafe working conditions, including an increased risk of heart
disease.™ Mass or state violence, including through torture, or among civil-
ian populations exposed to ethnic cleansing, genocidal violence, or other
acts categorized as “war crimes” also has documented medical, psychiatric
and disabling consequences, for those who survive.*' In each of these
instances, a social vulnerability, whether based on gender, class, immigration
status, ethno-racial group membership, or a combination can precipitate
or maintain exposure to harmful conditions. That vulnerability, when it
results in lasting or prolonged medical or psychiatric damage cognizable as
“disability,” is a basic element of “disablement” as I utilize the term.

The prior examples involve obviously aggressive or at least negligent
actions by a concrete entity, actor, or set of actors. However, disablement
can also be the product of mass systemic deprivation, originating in very dif-
tuse social institutions, and evolving over generations. For instance, exposure
to poverty can generate an additional range of prospectively devastating
medical consequences, whether through malnutrition, housing insecurity,
deficits in access to clean water, deficits in healthcare access and quality,
and over-exposure to the elements, as well as by decreasing options to

avoid violent, dangerous or exploitative conditions in work, neighborhoods,
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and schools.* The medical conditions associated with poverty (and with

the racial and gender inequities that commonly undergird poverty in the
U.S.), are a well-recognized basis for the prevalence of “health disparities”
as articulated in the fields of medicine, public health, and related social
scientific spheres.*” In mental health scholarship and clinical practice, the
role of poverty in generating anxiety, depression, disruption of sleep, and
severe psychological stress is also acknowledged, and linked to physical

as well as psychological deterioration later in life, as psychological stress
depresses immunity, neurological function, and cellular health.** When these
analyses and sources of data are linked to contemporary legal definitions of
disability, there is little difficulty or intellectual leap needed to make the case
that poverty is a social determinant of health, and moreover that poverty is

often and normatively “disabling” in its embodied impact.*

Are all disabilities the result of disablement?
To synthesize, “disablement” in my conception rests on two integrated

dynamics:

1. The generation of new or escalated injuries or illnesses and impair-
ments as a result of a systemic pattern of racial, economic, and gender
inequity or vulnerability.*®

2. The socio-political, economic and structural discrimination that a

person who is injured, ill, or impaired then faces as a “disabled” person.*’

It should be noted that only the second dynamic would apply

relatively universally to all persons with disabilities generally, or among
torts plaintiffs. That is, not all disabilities are the product of inequity, or
caused by “disablement.” Disability may occur as a result of normative and
relatively healthy aging, as a result of random accidents, or as a result of
arguably voluntary risk-taking (e.g. riding a motorcycle, initiating a fight, or
engaging in physically intensive recreation).*® In many instances, whether
vulnerability to inequity or subordination is at issue takes some analysis. For

instance, the infliction of disabilities is very high among military personnel,
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contributing to the high rates of disability among veterans.* It would be
easy to argue that, absent a draft, since military service is generally “volun-
tary,” disabilities resulting from military service are not a clear example of
“disablement,” with the implication that inequity is not at issue. However
patterns of enlistment in the United States support the insight that military
service is common among working-class and poverty-class young people,
who are disproportionately people of color, as a response to the relative
lack of economic and higher educational opportunities.” Therefore, one
result of economic and educational disparities in the U.S., for at least some
racially and economically vulnerable populations, is the increased likelihood
of becoming disabled during military service. In this sense, at least for some
service-people and veterans, disablement is directly at issue in the risks
inherent in many military settings for military personnel, in addition to

the many disabling harms present for civilian victims or targets of military
violence.

Another illustrative example involves disabilities present at birth, some
of which are commonly termed “birth defects.”' Disabilities present at
birth can happen within any demographic or family, and it would therefore,
again be easy to assume that the conception of disablement — describing
injuries, illnesses and impairments generated by inequity or subordination
— are automatically never at issue. However, ample data documents the
correlations between gender, racial, and economic inequities, and threats
to the possibility of healthy pregnancies, potentially resulting in maternal
illness and mortality, and in fetal or infant mortality, or disability.” More-
over, disabilities that are genetic or biological in origin are not presumptively
always separable from a context of inequity. Parental genetics or biology
can be profoundly influenced by social conditions, including for instance,
exposure to toxins, unsafe medications, and to extreme stressors, and
each of these can potentially originate in inequitable or subordinating
conditions.” So for instance, a child born with illness or impairments related
to a parent’s exposure to harmful chemicals as a migrant farmworker, or in
other conditions involving unsafe and exploitative uses of vulnerable labor,

would fit within this frame of “disablement,” because labor and immigrant
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exploitation was a factor in fetal exposure to toxins, that then generated
disability. The growing study of “epigenetics” particularly indicates that the
social conditions experienced by a given person can create genetic changes,
which are then heritable, and can in some instances be harmful.>* That

1s, exposure to stress, damage, trauma, and deprivation, particularly for
prolonged periods, can ultimately shape biology and genetics over genera-
tions.” Therefore, while not all disabilities grounded in genetics or present
at birth are necessarily a consequence of “disablement,” for populations and
communities experiencing severe harms over time, inequity may often be

a significant contributing factor to the development of disabilities based on
biological or genetic variations.

In essence, the first dynamic — the creation or aggravation of injuries,
illnesses and impairments as a result of vulnerability to subordination or
inequity — is at issue with many, but not all disabilities, including but not
limited to those that become at issue in torts litigation. The second dynamic
— the subjection of persons who are injured, ill or impaired to disability
discrimination, subordination, or inequity — is potentially at issue with
virtually all disabilities, including but not limited to those at issue in torts

litigation.

Why would thinking of (some) disabilities within the frame of “disablement™
potentially be significant in torts claims?

One might argue that while disablement as a phenomenon is inter-
esting, a disability-conscious approach to torts claims need not focus on
disablement per se. After all, liability for making someone vulnerable to
present and future disability discrimination could happen negligently and
generate liability, whether or not the cause of disability was specifically
rooted in inequity or exploitation. Having an analysis of torts liability
based on making someone vulnerable to disability discrimination can be
somewhat productive regardless. I want to acknowledge that some readers
might indeed choose to use this analysis for clients who are not the victims
of disablement, but who have suffered disabling injuries, and can still benefit

from a basic disability rights conscious analysis. However, it is my priority in
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this paper to advance an argument that can begin to use torts law differently,
and hopefully innovatively. I propose that torts law might function — albeit
imperfectly — to challenge systemic patterns of action that tend to distribute
disabling harm, often collectively, in ways that are inextricable from struc-
tural racism, gender, and economic stratification. In this project, an analysis
of disablement is of course essential. In the ensuing analysis, I advance
discussion of “disabling torts” in terms that need not be strictly limited to

litigating disablement, but that are attentive to that possibility.

Enabling Torts: Foundations for Understanding Successive
Causation and Shared Liability

In his classic analysis of prospective liability for enabling the actions of
a tortfeasor, Robert Rabin engages the notion of “negligent entrustment”
in torts legal tradition, as a partial basis to propose that in the presence
of sufficiently negligent behavior, a party may be held responsible for
actions that support or strengthen the tortious behavior of another.’® Rabin
proposes that where corporate irresponsibility “puts a potentially dangerous
product in the hands of criminal actors with malevolent intentions,
ultimately leading to the injury of innocent victims,” then attaching some
liability to the irresponsible corporation can be an appropriate remedy.””
He uses multiple examples, including an instance where an individual who
paid for the cost of a car for a relative who was grossly negligent behind
the wheel was found to be culpable for the injuries that relative caused.
Similarly, he discusses an instance where a train traveler was not able to exit
at her stop due to the train conductor’s error, and then had to attempt to
get home through a dangerous area, where she was raped twice.” In this
latter instance, the negligence of the transit stafl was a basis for liability
for the physical and sexual harms she suffered.” Rabin also acknowledges
that some aspects of his “enabling” paradigm can apply or appear to apply,
though not as readily or cleanly, to circumstances in which there is not a
clear third party “criminal” actor or an “innocent” individual victim.*® He
discusses government health cost reimbursement suits against the tobacco

industry as an example.”!
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My aim 1in this discussion is not to suggest that Rabin’s paradigm of
enablement generally captures the scenarios at issue in thinking about
liability for making victims of torts vulnerable to disability subordination.
Rabin’s analysis is useful however, for several reasons. First, he outlines how
liability may attach for creating a circumstance which can be understood
as “inviting” tortious behavior, or creating danger or risk.** Second, he
highlights that the danger or risk is both significant and foreseeable.®® Third,
he acknowledges policy and practical imperatives for holding corporate
actors accountable for serially creating significant dangers to public health
and safety.®* While a “malevolent” actor may take advantage of the risk
that a gun company creates, Rabin recognizes that the manufacturer has
played a role in enabling a tortious act without which the act might never
have occurred.® That is, at least some gun violence would not occur “but
for” the irresponsible actions of the gun industry. This dynamic can be
understood as a policy issue because the actions of the industry function as
an “underlying cause” of gun violence, which — proponents argue — must
be addressed in order to reduce the incidence of gun-related crimes.*

How might this analysis support a conception of “disabling” torts? In the

subsequent section, I unpack how Rabin’s model can be helpful.

Disabling Torts: A New (or Expanded) Direction for Legal
Advocacy?

To explore the utility of a “disabling tort,” and potentially to integrate
analysis of “disablement” into torts practice, it is helpful to consider the
elements that might be at issue. This project is complicated by the complex-
ity of the concept of “disability.” The term includes a very wide range of
physical and mental conditions, variations in degree or severity of condi-
tions on life activities and experience, and variations in the degrees to which
and instances in which conditions make a person a target for disability
discrimination.®” This complexity is not unique to conceptions of disability
in torts practice; the meanings of disability continue to evolve and shift in
a variety of social and legal spheres. Without attempting to meaningfully

explore the broader definitions of disability, I acknowledge this complexity



From Incarceration to Accessibility 187

as a factor in analysis of a prospective “disabling tort,” which may affect the

applicability of some elements. I elaborate below.

Proposed Elements of a Disabling Tort

Terms like “elements” or “factors” are typically used in legal practice
and scholarship to describe the considerations that courts take into account
when assessing whether a particular claim is fully applicable, or to consider
how it should be decided. Since this analysis is hypothetical, and also aspi-
rational (i.e. I hope that it will eventually materialize in practice), I use the
term “element” in somewhat fluid terms. I discuss proposed elements that
might (or might not in some instances) eventually manifest more formally
in torts doctrine, but also acknowledge them as bases for consideration that
a torts practitioner can informally consider in assessing the potential argu-
ments to make in order to advance an argument about liability for creating

a new or enhanced risk of disability discrimination or subordination.

Creating or Escalating Disability

The first element of a “disabling tort” involves liability for creating
an injury, illness or impairment, or for significantly escalating an existing
injury, illness or impairment. That is, a tortfeasor must be wholly or partially
culpable for a tortious act, and that act must be explicitly tied to the creation
of disability or the expansion or increased severity of disability-related
symptoms. Note here that traditional torts litigation already addresses the
impact of disabling symptoms relative to pain and suffering, and to various
kinds of resulting physical difficulties. Therefore, this element is necessary,
but — on its own — insufficient to advance an analysis of further liability for

imposing the risk of discrimination or subordination.

Foreseeability (and the Limatations in Current Legal Responses to Disability)

A second element involves foreseeability of social consequences.
Echoing Rabin’s analysis of the creation of risk, the attachment of liability
would generally be predicated on the fact that the tortfeasor was reckless,

negligent, or intentional in making a person vulnerable to the social harms
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that U.S. society attaches to having a disability.”® This analysis is complicated
by a few considerations. As noted, disabilities can vary significantly relative
to the degree to which they are detectable by others, and the degree to
which they are the targets of legally cognizable discrimination. As a result,
this element will require some analysis of the foreseeable likelihood of
disability-related discrimination or other related harms. Note that the fact
that many disabilities can be “hidden” does not necessarily preclude meet-
ing this element. As in torts law (which focuses more heavily on negligent,
as compared to intentional torts), disability discrimination law does not
formally, and should not consistently, require that discrimination always be
intentional, admitted, or conscious on the part of a defendant.*”” Further,
ignorance of legal requirements under federal or state statutes or doctrine
is generally not a viable defense to a charge of disability discrimination.”
People with hidden disabilities can experience discrimination because they
make themselves known in order to pursue a disability accommodation

or because they are open about having a disability identity, or because the
discrimination is built into the structure of a given setting, and does not
need to be targeted at individuals who are known to have disabilities in
order to have a discriminatory impact.”! Similarly, I would suggest that a
tortfeasor’s sensitivity to disability issues or awareness of statistics about
disability discrimination need not be essential to determining that the
likelihood of social consequences is foreseeable, provided that the incidents
at issue (or prospectively at issue in future) are ones which could reasonably
have been anticipated.

However, there are circumstances in which a foreseeability argument
would be more likely to fail. For instance, there are many aspects of “disabil-
ity subordination” or “oppression” as articulated in fields such as Disability
Studies and within disability communities that cannot presently be fully
articulated using our U.S. civil rights model.”” I preface the next part of this
discussion with the qualification that the example I am about to articulate is
not exhaustive or representative of all instances in which either foreseeabil-
ity or the challenges embedded in the articulation of experience in a legal

context would be in question. However, as one important example: the U.S.
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civil rights model diverges from the international disability human rights
model captured in the United Nations Convention on the Rights of Persons
with Disabilities (CRPD).”” The CRPD calls generally on state signatories
to implement “universal design” in a range of possible spheres.”* Universal
design emerged first in the field of architecture as a way to describe

efforts to build spaces that would be organically accessible, without later
modification, for wheelchair users, and for some other people with physical
disabilities.” The notion of building accessibility into “spaces” become a
larger concept, applicable to a range of spheres including but not limited
to workplace norms and policies, educational settings, and social policy. In
simple terms, a difference between universally designed spaces, policies,
and programs, and the U.S. civil rights model is that universal design more
rarely burdens individuals with having to ask for or negotiate receipt of

99 ¢

“accommodations,” “modifications,” or accessibility, because institutions are
responsible for creating enough options and flexibility to generate accessibil-
ity to the extent possible, without the need for an individual request.”

Much of the current U.S. civil rights model, including, for instance,
the use of “interactive processes” in employment and some other settings,
becomes typically irrelevant when universal design is a requisite and
actualized policy approach. However, the United States has not ratified the
CRPD, preferring our current civil rights model which allows for substantial
institutional inaccessibility, so long as at least some individual exceptions are
made for some recognized persons with disabilities. I note that the increased
burden on plaintiffs to ask for accessibility embodied in the U.S. civil rights
model has racially and economically disparate effects.”” Access to white
privilege and social and economic resources bears both on the likelihood
that individuals will be aware of and empowered to negotiate access to
disability accommodations and modifications, and that the institutional
response will be relatively receptive.”®

I raise the question of universal design relative to “foreseeability”
because it is likely foreseeable that some persons with disabilities would
sometimes suffer due to the absence of universal design in employment,

educational and/or social spheres. However, part of the element of fore-
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seeability goes beyond knowing of the likelihood of an outcome.” In this
context, the outcome would generally also be one that would predictably
generate a legal remedy. Rabin’s model of an enabling tort focused primar-
ily on third party liability for crimes committed by malevolent others.*” That
is, he addressed instances in which the question of legal accountability was
tied to well-established criminal categories that courts consistently recog-
nized. It is at least conceivable but substantially less likely that a U.S. court
would be willing to hold a tortfeasor accountable for exposing a person to
the absence of universally designed options to live, work, or learn when the
right to universal design is not otherwise recognized by almost all federal or
state civil rights instruments.”’ Legally cognizable experiences of disability
discrimination are also the subject of more empirical study, and therefore
tend to be attached to a much wider range of existing data.*® As a result,
classical experiences of discrimination are, at least in some instances, more
likely to be supported by the possibility of introducing empirical evidence
needed to successfully advance a claim for related damages.

U.S. disability civil rights as such captures and can remedy a limited
subset of the ways in which people experience disabling harm and disability
discrimination. We might ask the question: does torts doctrine actually have
to be bound by the current limitations of the U.S. civil rights approach?
Why not push for more recognition or a wider conception of discrimination
in a different area of law? While it is at least conceivable that torts doctrine
could become far more expansive in its recognition of the experiences
people with disabilities have than contemporary civil rights doctrine,
it seems more likely that torts courts would, at least initially, recognize
vulnerability to legal examples of “discrimination,” rather than holding
tortfeasors accountable for a wider range of harms to people with disabili-
ties than the U.S. legal system otherwise tends to recognize. I use the term
“subordination” here to recognize the broader category of disability-related
harms that include, but are not limited to discrimination. Plaintiff-side torts
attorneys can be creative in their arguments, and my aim is not to foreclose
possibilities (even presently unlikely ones). It may be helpful in assessment

of this element to consider the extent to which plaintiffs and their attorneys
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are prepared to be daring in their approach or arguments, or to couple such
arguments with less daring ones that may survive even if an argument about
a legally nebulous harm fails. It is also important to note that disability civil
rights and human rights are evolving areas, and frameworks that are on the
“fringe” or are unenforceable now, may have more traction in time — for

instance if the U.S. Congress did eventually vote to ratify the CRPD.*

Policy, Fragmentation and Time

A third element involves a policy issue: essentially the articulation of
a problem that a court can address, and that is not otherwise already fully
captured in either existing torts doctrine, or in any area of disability law.
Unlike torts doctrine — disability civil rights models in the U.S. tend not
to conceive of the origin of disability as relevant to the applicability of
civil rights doctrine.®* Let us imagine a hypothetical where an employer is
responsible for creating or escalating a worker’s disability. While liability for
that harm may result in a workers compensation claim or personal injury
claim, it has relatively minimal bearing on the application of disability civil
rights law in the future.

So, for instance, if an employee received temporary workers compensa-
tion benefits after being injured at work, and —maybe — some torts damages
for the medical costs, stress and pain associated with the injury as well, torts
and labor law would be understood as having fulfilled their functions. If
the following year, or a few years later, the employer terminated this same
employee based on an argument that it was an undue hardship to cover the
cost of providing the employee with disability accommodations related to
the disability it caused, the fact that the employer had created the disability
at issue would likely not negate the viability of that undue hardship
argument, because the origin of the disability is not a factor that disability
civil rights law acknowledges.” Similarly, if, after a few years, that employer
argued successfully that the employee was no longer able to perform their
essential job functions because of the disability, that employee would likely
no longer be protected under Title I of the Americans with Disabilities Act,

notwithstanding the fact that the employer caused, created, or escalated the
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disability in question.®

In theory, torts law could be reliably available to address the origin of
(or escalation of) disability. However, given: (a) inequitable access to legal
counsel for many workers,” (b) statutes of limitation and (c) the unpredict-
able aspects of disabilities over time, scenarios like these are readily part
of the landscape of disability in employment. In other work, I have talked
about the abilities of employers to essentially “use up” (i.e. injure or sicken)
and “throw away” (i.e. stop employing) vulnerable workers through labor
exploitation without incurring either significant torts or civil rights liability.*®
A substantial aspect of the policy import involved in exploring “disabling
torts” involves essentially making the causation of harmful and predictable
injuries substantially less cost-effective, in employment, and other spheres.

Disability legal scholarship refers to the problem of “fragmentation”
within disability rights law, in that different aspects of disability rights and
needs are partially captured in different laws, leaving gaps in which the
fulfillment or delivery of rights is no one’s responsibility.* To my knowledge,
the concept of fragmentation has not previously been applied to describe
this particular nexus of disability civil rights and torts law. However, the
concept fits well here, as a way to understand how torts and disability
civil rights doctrine both fail to fully remedy disabling harm in its social
context. A question in analyzing the viability of enhancing torts damages
can be essentially — is there a meaningful option to argue for damages
related to present or future social consequences associated with disability
discrimination? This third element invites us to consider: is this particular
torts claim one in which the long-term impact of disability is or was likely to
be under-recognized in torts practice and in damages? If so, can that lack of
recognition be remedied?

It bears noting that arguments about torts liability for creating vulnera-
bility to disability discrimination (or for subordination) can sometimes focus
on discrimination that occurred after the tortious act but began before the
onset of legal action. In these cases, the analysis is closer to that envisioned
by Rabin in “Enabling Torts,” in that it considers the role of one party (a

tortfeasor) in enabling the harmful actions of an identified second party
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(who might for instance, be violating civil rights law).” In such cases, the
actions for which damages are sought, and the parties responsible are likely
more clear. However, a disabling tort might also encompass claims — such
as that posited in the hypothetical above — in which the aim is to argue

for the harm done by making a tort victim vulnerable to future disability
discrimination which has not yet commenced, and where the perpetrator(s)
might or might not yet be known. Therefore, part of this analysis is about
time or timing. A vital strategic question prospects for advancing a claim
for damages that will be predicated on the ability or receptivity of courts
to recognize the risk of future discriminatory (or subordinating) acts as
stemming from a disabling tort. If the answer to this question is affirmative,
it may be higher risk or require more empirical evidence, though it may

nevertheless be quite viable.

Drusablement

While this fourth element is not one that applies to every prospective
disabling tort, it is a helpful one to analyze, both in individual and class-
based claims. I do not claim to have imagined all of the ways it may ulti-
mately become relevant. Arguments about “disablement” may in time lend
persuasive strength to assertions about the deterrent value associated with
higher damage awards, and may eventually drive new statutory protections.
As discussed earlier, we should understand “disablement” as referencing
disabilities that are in essence created or exacerbated by violence, inequity
and/or exploitation.”’ The concepts of “violence” and “exploitation” may
be interpreted broadly to include interpersonal, economic/commercial,
structural, and systemic forms of violence and exploitation.” In beginning
to imagine deeper remedies for disablement within torts law, it is helpful
to think about disablement as built into the power relations and structural
inequities in our society.” In other words, the social justice imperative that
drives my analysis involves imagining how to make it more costly, rather
than easy and without substantial consequence, for those with power to
injure vulnerable people.”

In analyzing whether disablement is at issue, at least two questions are
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relevant. First, in what ways (if any) was the plaintiff socially vulnerable?
Answers to this question can involve and are not limited to socio-economic
status, gender, race, ethnicity, nationality, sexuality, immigrant or citizenship
status, age, (pre-existing) disability, veteran status, trauma history, incarcera-
tion history, physical appearance, and/or marital or family status.” Second,
was that vulnerability such that it either caused all or part of the plaintiff’s
experience of tortious harm, or escalated the impact of the tortious harm,
or both? The fact that a plaintiff'is very vulnerable does not in itself always
suffice to make any disabling harm an example of disablement. In addition,
in some instances, disablement may be present, but it may be difficult

to apply culpability for the dynamics of disablement to any person(s) or
individual entity. That is, “poverty” is not a plausible defendant in a torts
claim. This fact does not negate the analysis. Not every tortfeasor need be

a sweatshop owner, a brutal police officer or prison warden, a corporate
CEO who engages in union busting, a human trafficker, a white nationalist,
a perpetrator of intimate partner violence, or an exploitative landlord in
order for an analysis of disablement to be meaningful. The complexity of
disablement can, however, complicate that analysis. For the moment, it is
meaningful to note that the defendant in a torts claim need not bear respon-
sibility for all or even for any of the plaintiff’s circumstances or vulnerability,
but may have some liability for foreseeable harms related to disablement.
This recognition potentially matters in the formulation of damage argu-
ments and claims, in proposing that the defendant has not just made the
plaintiff vulnerable to disability discrimination, but that the discrimination

will worsen and interact with existing dynamics of subordination.”

Application of the Elements

While the notion of expanding torts advocacy and bridging currently
disparate notions of disability is compelling, certain challenges must be
engaged in order to move the prospect of such an expansion from the
purely conceptual into potential practice. I consider the broad category of
“accidental torts due to negligence,” as an entry point to examine how we

might conceive of disablement in an accidental torts action.”” Much of this



From Incarceration to Accessibility 195

analysis however, could also apply to intentional torts.

An accidental tort has four recognized elements: duty, breach, causation
and damages.” I propose a hypothetical plaintiff who has suffered multiple
disabling injuries, resulting in the need to use a walker for the foresecable
future, which she/he/they did not use before. In this hypothetical, the
tortfeasor has been or will be found liable for duty and breach, for causing
the injuries, and for damages corresponding to resulting physical pain and
suffering, and medical costs. We can also imagine that this is a solo plaintiff,
rather than a member of a class.

I will not spend more time discussing duty and breach, as these elements
bear on whether a defendant is liable for having behaved negligently in
such as a way that they might be liable for having done harm.” Since this
hypothetical involves a plaintiff who has a good cause of action for an injury,
we can assume that these elements are met. Causation is more complicated.
While the defendant has been or will be found liable for having caused the
injury, in a disabling tort, the question here is also whether by causing the
injury, the defendant(s) may be liable for making the plaintiff vulnerable to
disability discrimination. Similarly, damages are also complex. We know
that the plaintiff is owed damages related to pain and suffering and medical
costs. But if they are vulnerable to disability discrimination (or related forms
of subordination) as a result of the injuries, how might that vulnerability
be argued and monetized? While I do not aim to fully answer this question
in this paper, I propose that the answers to the question may be helpful in
significantly categorizing and increasing damage awards for lost income (not
simply related to disability, but specifically for employment discrimination),
for losses related to social opportunities and networks (including recreational
options), and for health consequences predictably associated with subordi-
nation-related stress. For the most part, analysis related to disabling torts will
fit this model, in that an analysis of a “disabling” tort becomes relevant at
the stages of causation and damages, once a defendant clearly is culpable
for duty and breach.

I proceed now to consider the proposed elements of a disabling tort, as

they might help inform and enhance analysis of causation and damages in
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an unintentional tort that has caused injury. In this hypothetical, the first
element of a disabling tort can again, be understood as having been met,
because the defendant has created disability. The second element is fore-
seeability (of discrimination or subordination). Because the plaintiff’s injury
is readily detectible (i.e. people will see the plaintiff using a walker), there is
somewhat less work to do to determine whether the plaintiff will encounter
discriminatory treatment or other disability-related harms, though as noted
earlier, discrimination against people with hidden disabilities will often still
be readily foreseeable. But what discrimination or subordination is at issue?
Answers to this question can of course vary significantly. Traditional
torts doctrine relies essentially on a medical as opposed to a social con-
ception of disability, in which demonstrated and foreseeable outcomes are
assessed based on a supposedly objective set of consequences and symptoms
associated with a diagnosis."” We can of course cherry pick individual
cases which demonstrate creative arguments related to social outcomes
associated with the infliction of disability. For instance, some cases related
to the infliction of burn scars will overtly acknowledge and calculate the
stigmatized social response to physical “disfigurement” as a basis for dam-
ages.'”! While often not as overtly calculable, plaintiff testimony about the
challenges in navigating the world can also surface in negotiations and other
trial processes as part of the broader framing of disability as life-altering
and tragic. It is not that social discrimination is never raised. However, for
the most part the traditional calculation of harm treats social discrimination
and the broader landscape of disability subordination as mostly distinct
from contemplation of the tortfeasor’s responsibility. Changing that norm
can certainly draw in some instances on plaintiff testimony based on their
experiences interacting with the world after the tortious harm has occurred.
However, not all plaintiffs will be able to meaningfully advance this work
through experiential testimony. In beginning to build this type of argument,
empirical evidence, coupled with expert testimony needed to translate social
scientific and health-related data to courts will be vital.'*
Relative to our instant hypothetical, empirical data can demonstrate

that a substantial portion of public spaces still fail to comply with the basic



From Incarceration to Accessibility 197

architectural requirements of the Americans with Disabilities Act, such that
the use of a walker will make entry to and navigation of some public spaces
a hardship.'” The more challenging part of the argument involves charting
out how interpersonal discrimination related to the use of a walker tends

to manifest, in spheres including but not limited to employment, friendship,
community leadership, religious participation, voting, recreation, transporta-
tion and travel, romance and sexuality, and housing. As the interdisciplinary
field of Disability Studies has developed in recent decades however, resulting
scholarship has actually provided a relatively robust set of materials that can
advance this argument.'”* Public health analyses, for instance, of the social
consequences of isolation related to disability, can meaningfully advance
arguments for damages related to areas of social life that might otherwise be
left entirely out of conventional torts damage calculations.'”

It is notable here that the development of an empirical literature about
disability discrimination and subordination is relatively new, with major
growth in the last three decades since the passage of the Americans with
Disabilities Act.'” U.S. torts doctrine, in contrast, is grounded in part in
pre-Revolutionary War British Common Law, and reflects generations of
legal doctrine in which the notion of “disability discrimination” did not
truly exist in the sense that it does now. Given this context, it is in some
respects unsurprising that torts doctrine and disability civil rights law
reflect major dissonances. However, the opportunity to essentially update
torts doctrine to better capture contemporary conceptions of disability is
supported now in ways that it could not have been before the present era.

Relative to the third element (on policy, fragmentation, and time),
again, reliance on empirical data is likely to be helpful in many instances
in advancing arguments based on compensation for harms associated with
discrimination or other related forms of subordination that have not yet
occurred, but that are a foreseeable and very likely consequence of disabling
a tort victim. Damages for future harms are hardly unprecedented in torts
damage calculations (for instance, for loss of income, home renovations, and
medical costs), so the stretch in this instance is to prepare courts to more

readily accept that the risk of discrimination for instance, is not either too
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nebulous or too disconnected from the tortious harm to reliably predict a
basis for concrete damages. Relative to this hypothetical, the question of
whether there is an under-realized area for pursuit of damages is reasonably
straightforward. As long as the argument that being permanently disabled
and using a walker will reliably generate disability discrimination can

be supported through a combination of witness or expert testimony and
empirical data, then this element prospectively supports advancing a related
argument for damages.

Finally, the element of disablement can be, but does not have to be
applied to this hypothetical in order to advance a disabling tort. Whether
disablement has occurred will depend on additional facts, including the
social status of the plaintiff, the dynamics involved in the tort, and the
mmpact of the tort relative to existing and future vulnerability to complex
subordination. If disablement is at issue, resulting arguments may take a
number of possible forms, For instance, let us suppose that in this hypothet-
ical, the plaintiff was violently injured through police brutality or by gender
violence (or both.) “Impact litigation” — referencing trials that are intended
to shift an area of legal doctrine — in the realm of torts practice commonly
focuses on recognizing new bases for liability or sometimes novel evidentiary
approaches.'”” But acknowledgment of disablement, even when representing
a single plaintiff, opens up the possibility of making policy arguments
that challenge dynamics of racial and gender inequity, and call on courts
to intervene to disrupt broader dynamics, not just through the award of
damages to individual plaintiffs, but through injunctive relief. Recognizing
disablement also invites a different discourse and deeper approach to story-
telling through court processes.'™ Rather than viewing a tort as an analysis
of the value of an injury, disablement discourse can invite courts to consider
how tortious harm interacts with broader power dynamics, and changes the

life course of individuals who are already being harmed by subordination.

Conclusion
Many areas of the law remain under-explored as avenues available to

achieve the ends of equal protection before and under the law — these
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lofty equality-enhancing aspirations are not the exclusive domain of
constitutional and civil rights laws.

— Camille Nelson!'"?

In her essay, “Of Eggshells and Thin Skulls,” Critical Race Theorist
Camille Nelson advanced a conception of torts doctrine that could compre-
hend liability for the damage that tortfeasors do when harming the mental
health of Black women, who are always/already enduring white supremacy
and patriarchy.''’ Her powerful argument partially inspired this essay, and
essentially imagined how a traditional doctrine might be reconfigured
to support socially just, anti-racist and feminist outcomes. Nevertheless,
Nelson’s challenge to the doctrine has been mostly unanswered since
publication in 2006.'"!

An acknowledged problem in torts damage calculations involves
significant racial and gender disparities in damage awards, favoring white
and male plaintiffs.'"? The structural basis for the disparity is not hard to
identify. Doctrinal conventions essentially allow tort victims who become
disabled due to a tort to recover for lost wages (in instances when injuries
make it medically impossible to work at all, or to work full-time).'"¥ Racial
and gender stratification of wages in the U.S. do the rest of the work in
strengthening this inequity.'"* White men are statistically likely to be eligible
for greater damage recovery, because they are statistically likely to be paid
more, and therefore the infliction of disabilities is “worth” more relative
to loss of income.'"” In some instances, the likely devaluation of damage
awards prevents prospective plaintiffs from getting legal counsel (who are
typically taking such cases on contingency) at all. Disrupting this dynamic
requires statutory and doctrinal interventions, which most states have been
slow to explore.''

In developing more equitable outcomes in the torts field, sensitizing
torts practitioners and courts to better understand, argue, and remedy
social consequences of tortious harm can at least begin to serve as a partial
remedy for these entrenched dynamics. An indigenous, Black or Latina

female (cisgendered or transgender) plaintiff may earn substantially less than
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her white and male counterparts. Rather than devaluing harm to her, courts
should be challenged to better understand how deeply she has been injured
through the addition of vulnerability to intersectional disability subordina-
tion to her life course, as she is already struggling economically. The fact
that she is underpaid could be understood as contributing to the argument
that she is more vulnerable to the social dynamics that accompany her
disability, as compared to a white, male plaintiff who, in medical terms, is
similarly injured.

Fundamentally, torts doctrine will likely continue to manifest certain
core problems. It is a field that translates pain, injury, loss and trauma into
monetized damages.'"” In essence, torts practice can invite desensitization
to loss and harm, can objectify the experiences of vulnerable people and
populations, and often also can serve to mask or erase aspects of experience
that are difficult to articulate in legal terms.''® Moreover, while a partial shift
in emphasis from “disability as presumptive tragedy” towards recognition
of disability subordination as a basis for torts damages is a positive step in
reducing the dissonances between torts and civil rights law, it would be naive
to imagine that torts doctrine will not continue to reproduce at least some of
its familiar tropes about disability, or to imagine that this shift alone would
be a sufficient remedy. Nevertheless, imagining, articulating, and establishing
legal doctrine about “disabling torts” is needed. Such a shift brings with
it the possibility of advancing more powerful responses to disablement,
an area that is currently poorly recognized in both torts and civil rights

doctrine, and that is nevertheless deeply significant in many of our lives.
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