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Abstract 
The United States has a high incarceration rate. Incarceration is 
associated with increased risk for cancer, chronic illness, serious mental 
illness, and substance use disorder. People who are incarcerated are less 
likely to be offered or participate in advance care planning, less likely to 
document their treatment preferences, and might not have a surrogate if 
one is needed. This article explores medical decision making for patients 
who are incarcerated and unrepresented and considers advantages and 
disadvantages of different classes of decision makers for them. 

 
Incarceration and Aging 
Criminal justice reform has increasingly become a consensus issue over the past decade, 
with many jurisdictions working to overturn aggressive policing and hyperpunitive 
prosecutorial and sentencing policies.1 Incarceration history is associated with poorer 
health and social outcomes,2,3 so carceral policies regarding the care individuals receive 
deserve clinical and ethical attention. 
 
The United States has the highest rate of incarceration in the world,2 with the rate of 
incarceration of African Americans in state prisons being 5 times higher than that for 
whites.4 At any given time, roughly 2 million Americans are incarcerated and 4.7 million 
others are under judicial control through probation and parole systems.5 These 6.7 
million individuals—2% of the nation’s population6—are more likely than the average 
American to be members of racial or ethnic minority groups, be poor, have experienced 
homelessness, or have a serious mental illness, substance use disorder, or chronic 
medical illness.4 Incarcerated people are also the only group in the United States with a 
constitutionally guaranteed right to health care.7 When patients are incarcerated, 
physically isolated from family and community, and lack decision-making capacity and a 
surrogate, they are extremely vulnerable. 
 
In addition, people who are incarcerated age at a faster rate than their peers (acquiring 
multiple comorbid conditions and dying earlier),8,9 and the average age of people who are 
incarcerated is increasing8 as a result of tough-on-crime legislation in the 1990s, which 
eliminated parole possibilities for those convicted of low-risk offenses. As these 
individuals become older and more frail, more attention should be paid to their treatment 
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preferences, values, and relationships with prospective surrogates before they lose 
decision-making capacity. For patients who are incarcerated and who don’t have 
decision-making capacity or surrogates, we suggest strategies for identifying decision 
makers and responding to these patients’ needs. 
 
Restricted Liberty  
Health care decision making is one of the few means by which people who are 
incarcerated can exert autonomy and independence.10 Yet health care decision-making 
can be limited during incarceration, especially for decisions that could cause financial 
burden from a corrections management standpoint or cause harm to others in a 
correctional population.11 Medical decisions can also become a form of protest or self-
advocacy when people who are incarcerated refuse medication or treatment as part of a 
dialogue regarding other unmet needs or malinger to receive secondary benefits from 
engagement with clinicians.10,12 
 
Health decision making can present unique difficulties for people who are or who have 
been incarcerated, including a lack of confidence about their health choices. For those 
who are still incarcerated, one reason for this lack of confidence could be a sense of 
futility about their ability to self-advocate in other domains of their lives.13 Patients 
affected by incarceration might not feel comfortable speaking up about their symptoms 
or sharing important information when they visit emergency departments or are 
hospitalized, for example.14 Concerns about discrimination can also contribute to the 
reticence of patients who were recently incarcerated,15 as can limited understanding of 
their disease processes14 or past experiences. On the other hand, correctional health care 
facilities have been observed to diminish patients’ care choices by limiting available 
treatments and access to care.16 Similarly, not all correctional settings allow individuals 
to complete advance directives,14 and there is evidence that correctional clinicians have 
limited knowledge of the role of advance care planning.17 
 
Identifying Possible Decision Makers 
Because patients who are incarcerated face structural barriers to exercising their 
autonomy and developing trusting relationships, clinicians should approach with care 
situations in which such patients lack decision-making capacity, advance directives, or 
surrogates. Specifically, patients who experience incarceration and are nearing the end of 
life carry risk factors associated with not having an assigned decision maker.18 Assigning 
a decision maker to represent the preferences of people who are incarcerated and 
incapacitated—or defining a statutory hierarchy of potential decision makers—presents 
a challenge. The Table describes the advantages and disadvantages of potential decision 
makers for unrepresented patients who are incarcerated in states or jurisdictions in 
which no explicit hierarchy of surrogates is specified by law.  
 

https://journalofethics.ama-assn.org/article/how-talk-patients-about-incarceration-and-health/2017-09
https://journalofethics.ama-assn.org/article/preferences-end-life-care-physician-and-homeless-patient-comparison/2009-01
https://journalofethics.ama-assn.org/article/ama-code-medical-ethics-opinions-related-health-care-incarcerated-people/2017-09
https://journalofethics.ama-assn.org/article/ama-code-medical-ethics-opinions-related-health-care-incarcerated-people/2017-09
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Table. Advantages and Disadvantages of Potential Surrogate Decision Makers for People 
Who Are Incarcerated 

Decision Maker Advantages Disadvantages 

Family member • Most common surrogate 
for nonincarcerated 
people, including 
analogous vulnerable 
groups (ie, homeless 
patients) 

• Common default 
surrogate in state 
statutes 

• Increased rates of 
estrangement in 
incarcerated 
populations 

• Might not know 
patient’s most recent 
desires or preferences 

Correctional custodian • Presumed proximity to 
patient and knowledge 
of patient preferences 

• Potential conflicts of 
interest; financial and 
security concerns could 
supersede patient’s 
best interests  

Correctional clinician • Sophisticated medical 
knowledge 

• Code of ethics to guide 
decision making and 
support beneficence 
towards patient 

• Lack of knowledge of 
patient preferences 

• Potential conflicts of 
interest; medical 
resource considerations 
could supersede patient 
preferences 

Friends both from 
“outside” and from the 
prison “family” 

• Might have intimate 
relationships with 
patient 

• Prison “family” validates 
relationships cultivated 
in stigmatized and 
dehumanizing setting 

• No system to ensure 
closeness of 
relationships 

 
Family member. Because family separation comes with incarceration, a family member 
might not seem to be an appropriate surrogate. Circumstances surrounding an arrest 
and court processes can damage the close relationships of those in prison.19 Substance 
use disorders and serious mental illness—both dramatically overrepresented in 
correctional populations4—can also exacerbate social isolation associated with fractured 
relationships. Moreover, if friends and family members share behavioral or social risk 
factors with a person who is incarcerated and incapacitated, they, too, might experience 
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incarceration, premature mortality, or—if suffering from a disorder—be deemed not to 
have capacity for making health decisions.  
 
Despite these risks for those experiencing fractured relationships, family members 
remain likely surrogates for patients who are incarcerated and incapacitated. Homeless 
people estranged from friends and family members are a similarly vulnerable 
comparison group associated with fractured relationships,20 and one study found that a 
family member was named as the surrogate decision maker in 87% of cases.21 Another 
reason why a family member might make a suitable surrogate is that, despite the 
punitive nature of carceral policies and the risk of relationship fracturing, family integrity 
can persevere through an episode of incarceration. Men in prison, for example, 
experience similar rates of childrearing to the general population, even though by age 26, 
the marriage rate of men who have been incarcerated is over 50% lower than that of men 
who have never been incarcerated.22 Although 22% of fathers and 15% of mothers in 
state prisons reported having no contact with their minor children,23 the extent to which 
family ruptures render family member surrogates innappropriate is worthy of 
investigation and consideration. It should also be noted that regulations that limit 
visitation and privacy in the interest of security—both in correctional facilities and during 
hospitalization—pose additional barriers to an inmate discussing his or her preferences 
with potential surrogates.24 Ultimately, selecting friends and family members as 
surrogates might be more complex for patients who are incarcerated than for members 
of the general population. Similar logic would also suggest a lower frequency with which 
the best decision maker would be a friend “on the outside” (ie, who is not incarcerated). 
 
Correctional staff. Staff within a correctional or health care system are often named as 
alternate surrogates for patients who are incarcerated and incapacitated. Potential 
conflicts of interest can exist for employees, however, and can cause substantial ethical 
problems.11 A correctional custodian, such as a prison superintendent, who serves as a 
surrogate might be biased by a desire to boost morale of other incarcerated persons or 
by incentives to limit (or increase) the duration or complexity of care.14 Specifically, 
correctional health care professionals could be motivated to provide more care for 
financial benefit or to provide less care due to conscious or unconscious biases or beliefs. 
Potential for harm to patients who are incarcerated, incapacitated, and unrepresented 
suggests why many states have implemented statutes to avoid these kinds of conflicts 
of interest.25 Many states, for example, accept (as a last resort) a signed statement from 
2 attending clinicians who agree to make an important decision for an unrepresented 
patient.26 Of additional concern is that both correctional custodians and correctional 
health care professionals could lack adequate knowledge of a patient’s preferences, the 
most important duty of a surrogate.  
 
Friends. A potentially appealing option for unrepresented patients who are incarcerated is 
for a member of the prison “family”—that is, a close friend who is also incarcerated—to 
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serve as surrogate. Social networks and relationships formed during incarceration can 
serve as sources of well-being and meaning.27,28 People who are incarcerated serve 
health-related roles in some facilities—as prison hospice volunteers, for example—and 
can develop an intimate relationship with others who are incarcerated and nearing the 
end of life.29 Many states’ surrogate decision-making statues allow, in specified 
circumstances, a friend to serve as a decision maker,26 which can be helpful and humane. 
 
Selecting friends as surrogates for unrepresented patients who are incarcerated has 3 
merits. First, it treats friendships formed in correctional facilities on par with those 
formed elsewhere, modeling respect for relationships forged among marginalized 
citizens. Second, it suggests the importance of expressing regard for the dignity of a 
vulnerable patient as a person connected socially to others who care about him or her. 
Third, it prioritizes the value of an incapacitated person’s preferences over those of 
potentially uninformed clinicians, correctional personnel, or estranged family members. 
 
Inclusive Responsiveness 
The above Table is a guide only and not intended to suggest that default standards 
should be implemented without careful attention to the needs and treatment 
preferences of particular unrepresented patients who are incarcerated. States and other 
jurisdictions should not, for example, standardize or assign default decision-making 
hierarchies for persons who are incarcerated and lack decision-making capacity. Instead, 
the legal and medical communities should sponsor research to better understand these 
patients’ needs and preferences. Current research on surrogate selection for people 
experiencing incarceration is sparse.17,30,31 Without more robust input from key 
stakeholders, especially those who are incarcerated, health care professionals’ ability to 
take good care of unrepresented patients who are incarcerated will be limited. Although 
the prospect of engaging an individual’s prison family is promising, views of people 
actually experiencing incarceration should be gathered first.  
 
We encourage clinicians and ethics committees faced with the not-uncommon dilemma 
of decision making for persons in custody to carefully consider pros and cons of possible 
surrogate decision-making candidates in states where a surrogate is not specified by 
law. When evidence of a patient’s preferences is not available, a surrogate could be a 
close family member or a close friend—including from the prison family—or a carefully 
documented opinion from multiple health professionals could guide decision making. 
Regardless, the circumstances of a particular patient’s case should be carefully 
documented and considered. 
 
Due to aging among those incarcerated, the numbers of incarcerated persons unable to 
make health decisions in the United States will probably increase. Correctional systems 
should anticipate this trend and develop strategies for better advance care planning by 
soliciting patient input prior to loss of decisional capacity and formally assigning 
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surrogates. Clinicians, ethics committee members, and correctional personnel will 
continue to care for patients who experience incarceration, lack decision-making 
capacity, and for whom there is no evidence of their preferences. Future research on 
ascertaining these patients’ treatment preferences can inform best practice 
development. Until then, considering potential surrogates—including family, friends 
inside and outside of correctional facilities, and health care staff—will require a patient-
centered approach. 
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