
REFUSALS OF CARE BY OLDER ADULTS

A DIGNITY-BASED FRAMEWORK



THE 

CONSTITUTIONAL 

RIGHT TO REFUSE

Right to refuse even life-
saving care

Is there a state interest 
strong enough to justify 

override? 



LEGAL 

BACKGROUND

 Schloendorff v. Society of New York Hospital “Every 

human being of adult years and sound mind has a 

right to determine what shall be done with his own 

body.” 



RIGHT TO PRIVACY 

AND SUBSTANTIVE 

DUE PROCESS: 2-

STEPS. IS THERE A 

RIGHT TO 

REFUSE? A 

REASON TO 

OVERRIDE?

 “The value of life so perceived is lessened not by a decision to 

refuse treatment, but by a failure to allow a competent human 

being the right of choice.” Superintendent of Belchertown v. 

Saikewicz (Mass. 1977)

 Privacy right grows as level of intrusion increases. In the Matter of 

Karen Ann Quinlan (N.J. 1976)

 The fourteenth amendment that protects the “decision to exercise 

the right simultaneously protects the decision not to participate.” 

Rienzi, Substantive Due Process as a Two-Way Street, Stanford 

Law Review (2015)

 4 recognized state interests could (legally possibly) allow an 

override (generally of a surrogate): preservation of life, suicide 

prevention, protection of the innocent, and maintaining the ethical 

integrity of medicine. In re Conroy (1985) (feeding tube removal-

nephew as proxy) holds the right to privacy applies to care, a 

competent person can refuse. The court notes the right to such 

care is not absolute. The person’s interest in freedom would 

outweigh any state interest and must not depend on the quality or 

value of her life. (Big takeaway: the state interests are narrow and 

do not apply to competent people refusing.)
See Jerry Menikoff Law & Bioethics, Erwin 

Chermerinsky, Recognize the Right to Die 

with Dignity AND Substantive Due Process



CRUZAN AND THE RIGHT TO REFUSE

According to Cruzan “competent adults have the right to refuse.” Erwin Chermerinsky. Rehnquist alludes to the assumed constitutionally 
protected right. 

Not absolute (In Cruzan, the court req’d evidence of her wishes and refused to allow substituted judgment.)

The open issues usually surround people who cannot decide for themselves. (Advance Directives help)

States may regulate the right and they do so in the context of surrogates. To override the liberty interest in refusing care would require due 
process (a process available to challenge the potential override) 

Substantive due process (a reason—the state interest) 

A hurdle: Doctors require capacity assessments 

Cruzan v. Director, Missouri Dep’t of Health, 497 U.S. 261 (1990)



THE SIMPLE ANALYSIS: 

AUTONOMY V. 

BENEFICENCE

THE FOUR 

PRINCIPLES OF 

BIOETHICS LEAD TO 

STALEMATE



ANALYZE STAKEHOLDERS

 Personal to the person choosing or refusing care who will live 

with the decision, side effects, etc.

 Professional to the physician, hospital, or court who live with the 

decision differently and not in a bodily way.

 The doctor is not the state. Legislators, taxpayers, who has the 

interest? (Terry Schiavo cases)



AUTONOMY AS ONE 

ASPECT OF 

DIGNITY

DIGNITY IS MULTI-FACETED BUT 

DIFFICULT TO HAVE WITHOUT 

AUTONOMY



TYPES OF DIGNITY

Conferred Inherent
Social 
Status

Some argue treating people with equal social status is necessary to confer dignity. In 

the hospital, Argument: People seeking or refusing care should be equal in status to 

practitioners. Mutual respect may be better term.



CHALLENGES TO DIGNITY

TREATMENT IN HOSPITAL 
SETTING

THE AFFRONT TO BODILY 
INTEGRITY OF UNWANTED 

CARE

DISRESPECT 
(AUTONOMOUS DECISIONS 

NOT RESPECTED BY 
THOSE IN A POSITION OF 

POWER)

RESTRICTION VIEWED AS A GROUP 
RATHER THAN RESPECTED 

AS AN INDIVIDUAL. 
VIEWED AS A 
STEREOTYPE.

DISREGARD, 
DEPENDENCE, INTRUSION, 

AND ABJECTION

See Nora Jacobson.



INVASIVE 

TREATMENTS AND 

LIFE-AT-ALL-COSTS



HEALTHCARE VALUES: A BROAD RANGE

Life-at-all-costs; Length over Quality

Pro-medicalization

Pro-technology and medical devices

Depends on purpose; necessity; to enjoy life or to cure disease.

Health, fitness, nutrition, and diet

Quality of Life over Longevity



WHAT IT MEANS TO BE “INFORMED” FOR CONSENT

Consequences

Risks

Benefits

Reasonable Understanding



IS INFORMED REFUSAL DIFFERENT? 

Appears to have a higher threshold

Type and degree of scientific knowledge should be the same

Knowledge of the gravity of the consequences

Capacity and ageism (next slide)

Burden of proof is not on the person, but doctor or hospital may try to compel capacity assessment



ALIGN 
INFORMATION 
NECESSARY TO 
REFUSE WITH 
THAT 
NECESSARY TO 
CONSENT



CAPACITY ASSESSMENTS: AGEISM OR PROTECTING THE 

VULNERABLE

Outcome, status, or function test to trigger a capacity assessment

Should a refusal alone trigger a capacity assessment (outcome test)

Status is like incompetency declared by a court (could include incarceration—then can consent to care and refuse care)

Function test limitations: do not say must be able to operate new technology. Refusal of care does not require ability to use an
iphone or to do day to day activities. Function must be relevant.

Outcome test is unacceptable because it allows the refusal itself to determine capacity to refuse.

Annas and Glantz, (1986). The Right of Elderly Patients to Refuse Life-Sustaining Treatment. The Milbank Quarterly, 64, 95-
162, at 116. doi:10.2307/3349961



GANGRENE CASES OF MARY NORTHERN (TN) & LANE V. 

CANDURA (MASS.)

Mary Northern, specific failure to acknowledge the circumstances of her gangrene despite previous 
experience with it and desire to live. Otherwise, she was competent yet quirky. Held she could not make 
the decision. Carol McCoy guardian ad litem. Should denial negate decision-making capacity?

A theory used in self-neglect is that people could not be “permitted to make dangerous or risky 
decisions” yet that theory ignores some legal protections. 

Lane v. Candura: intermittent irrationality is irrelevant, and she understood the consequences, so she 
was competent to decide. Being confused or neglectful does not negate decision-making capacity.



GENERATIONS: IDENTITY, PRIORITIES, GENERALIZATIONS

Recognize 
pride

Self-
sufficiency as 

a tenet 

Independence 
is not a failure 
to ask for help 

but a 
character trait

Avoid 
generalizing, 

but 
understand 
viewpoints



MENTAL AND EMOTIONAL SUPPORT

Offer it (some statutory requirements)

Use care, avoid compelling therapy and use of medications

No authority to compel family counseling



LIABILITY

 There have been cases where people sue hospitals for allowing their relatives to die arguing failure to treat. It 

is unclear whether juries properly understand the right to refuse care. Some articles in the medical realm 

promote the fear of a claim. One article describing people with cognitive impairment suggests they “increase 

the risk of a claim against the physician” based on the possibility that their informed consent would be 

considered invalid. There has been a recent increase in requests for capacity assessments which may reflect 

the legal landscape and the uncertainty doctors feel. If doctors see capacity assessment as a legal protection 

rather than a tool to ensure autonomy, abuse is likely.

 If liability is governing care, there is a huge problem.



PROBLEMATIC COMMON ASSUMPTIONS & MISCONCEPTIONS: THESE 

SUGGEST ASSUMPTION THAT ALL REFUSALS ARE BAD

Access to care would decrease refusals

Happiness or lack of depression would decrease refusals (as if refusal is a sign of a 
lack of will to live or lack of motivation to seek care)

Addressing psycho-social needs would decrease refusals

Ageism has been addressed and resolved already



STRUCTURALLY ADDRESS THE BROADER ECONOMIC 

LANDSCAPE



A DIGNITY-BASED FRAMEWORK

Dignity-first
Respect for 
older people

Empowerment
Less emphasis 
on unwanted 

help

Help those 
who want help 



Dignity-Based 

Framework for 

Person-Centered 

Care

Protecting those vulnerable to infractions of dignity

Fact Pattern: An older person refuses an invasive 

treatment for a disease with an 80 percent cure rate. 

The doctors challenge her capacity to decide for 

herself.

The Issues Disagreements in care decisions. Ethical dilemma often stems 

from physician viewpoint in the care. Capacity is challenged in 

older adult populations often. 

An autonomy violation is possible. Four principles 

approach could fail the person. Dignity-based 

considerations. 

Stakeholders Broadly analyze who could be affected by a solution. A person 

seeking, receiving, or refusing care. The public. 

State interest, person, hospital, doctors

Ethical Issue How do we weigh control over decisions surrounding life and 

quality of life? Analyze the stakeholder’s stake—is it bodily, 

personal, rights or autonomy-oriented? Does the doctor or 

government have a valid “stake”? What is the nature of their 

interest? Who will live with the decision?

Autonomy challenge based on paternalistic 

beneficence and avoidance of liability. Evaluate the 

importance of self-sufficiency to this induvial and to the 

broader demographic. Is it appropriate to challenge her 

capacity if it has not been challenged before and she 

has been handling her own medical decisions? 

Considerations Personal preferences can differ from a medicalized viewpoint. 

Doctors might feel authority to question. Is that proper?

The refusal itself could trigger the capacity 

assessment. Is there ageism? (Note that sometimes 

the law has a role in refusals—e.g., religious refusals for 

care for a child or Baby Doe laws.)

Think Critically Autonomy, legal rights, humanism, micro-subjective, teleology. 

What is the “happy ending” and how much harm (to autonomy and 

physically from the treatment) should be required on the road to 

the ending? 

Life at all costs, respect for autonomy, moral and legal 

rights, is the care paid for— justice and access to care. 

Interpretive sociology, context of culture, world, 

priorities.


