Response to the Independent Expert on the enjoyment of all human rights by older persons, Office of the United Nations High Commissioner for Human Rights, for the 63rd session of the United Nations Human Rights Council report on “Autonomy, participation and human dignity of older persons with cognitive impairment”

Dear Mr. Pirtošek,  

Thank you for the opportunity to provide input to the Independent Expert on the enjoyment of all human rights by older persons, under the mandate of the Office of the United Nations High Commissioner for Human Rights, for the forthcoming report to the 63rd session of the United Nations Human Rights Council on “Autonomy, participation and human dignity of older persons with cognitive impairment.”  I write from the perspective of a neurologist and researcher whose work has focused on disorders of consciousness, clinical neurotechnologies, consciousness, neuroprognostication, and the ethics of research and care for persons whose ability to communicate, deliberate, or express preferences may be absent, limited, fluctuating, or difficult to interpret.  Although disorders of consciousness and age-related cognitive impairment are clinically distinct, they raise overlapping human rights concerns. In both contexts, the person may be treated as less than fully present because their mode of communication no longer conforms to ordinary expectations. Their preferences may be overlooked because they are difficult to elicit.  Their dignity may be undermined if presumed incapable of meaningful participation. 

Recent work through the Curing Coma Campaign Ethics Working Group developed the Common Consent Elements for Research Involving Persons with Disorders of Consciousness, or CCE-DoC, as a modular framework for research consent when decisional capacity is absent, limited, or fluctuating. While CCE-DoC was designed for research involving persons with disorders of consciousness, several of its underlying principles are transferable to older persons with cognitive impairment. These include: explicit acknowledgment of impaired or fluctuating capacity; recognition of liminal or partial capacities; iterative reassessment over time; supported and accessible communication; attention to assent, dissent, distress, and withdrawal; careful governance of sensitive brain and health data; transparent return of information; support for family or surrogate decision-makers; and, in higher-risk contexts, the possible role of an independent advocate. 

A central lesson of CCE-DoC is that autonomy should not be treated as a binary property that is either fully present or absent. Instead, autonomy may persist in supported, relational, partial, fluctuating, and context-dependent forms. This lesson is directly relevant to older persons with cognitive impairment. Many environments frequently privilege the person who can answer quickly, summarize information accurately, and express a stable preference in conventional language. When a person cannot do so, others may begin to answer for them, sometimes with good intentions but with the cumulative effect of removing the person from decisions that concern their life. Even where formal rights remain intact, the person’s practical status as a participant may be diminished. A transferable lesson from CCE-DoC is that any process involving a person with impaired cognition should begin with explicit recognition of the person’s enduring moral status. In research involving persons with disorders of consciousness, we examined how consent processes could explicitly acknowledge the condition, explain if and why surrogate decision-making is being used, and recognize the possibility that the person may retain subjective experience or covert capacities despite limited behavioral expression. 

A second transferable lesson is the importance of recognizing partial, liminal, and fluctuating capacities. In CCE-DoC, we emphasized that some persons who cannot provide full informed consent may nevertheless show reliable signs of awareness, preference, assent, distress, or dissent. These signs may include eye movements, facial expression, changes in attention, withdrawal, agitation, purposeful movement, or other behaviors that require careful interpretation. These are important openings to integrate practices that detect and respect them. Persons with cognitive impairment similarly may retain meaningful capacities even when they cannot satisfy a formal threshold for independent decision-making. For example, a person may be unable to understand complex real estate transactions but still express where they feel safe living. One may forget details of a medical conversation but consistently show trust or comfort in relation to certain caregivers. A person may be unable to name a diagnosis but still express pain, loneliness, pleasure, spiritual attachment, or resistance to a proposed intervention. Human rights practice must be attentive to cognitive capacities as differentially dissociable rather than treating incapacity in one domain as incompetence.

CCE-DoC suggests iterative capacity assessment and dynamic consent because consciousness and decisional ability can fluctuate or improve over time. This principle is also essential in older persons with cognitive impairment. Capacity may vary by time of day, fatigue, delirium, medication effects, pain, sensory impairment, emotional state, environment, and the contextual complexity. Emerging models of supported decision-making can capture these important variables and safeguard against inadvertent exclusion.

A fourth lesson concerns expressions of dissent. In research involving persons with disorders of consciousness, we argued that participants should not need to demonstrate full decisional capacity in order for signs of distress, resistance, or dissent to matter. If a participant grimaces, withdraws, resists, or otherwise appears distressed during procedures, those behaviors should trigger ethical reflection even if they do not constitute a fully articulated refusal. The same principle might apply in the care of older persons with cognitive impairment. Resistance may be a form of communication. It may indicate pain, fear, shame, trauma, sensory overload, lack of understanding, cultural discomfort, or a preference that has not been elicited. Care systems might train staff to interpret such behaviors as possible expressions of will.

A fifth lesson concerns the role of surrogates and relational decision-making. In CCE-DoC, we emphasized that surrogates could be supported in using substituted judgment and best-interest reasoning, while recognizing that surrogates are often under extraordinary psychosocial strain. In older persons with cognitive impairment, family members and trusted persons can be essential interpreters of values, habits, communication styles, and long-standing preferences. Their involvement can support autonomy. In high-risk situations, an independent advocate may help ensure that the person’s interests and voice are not eclipsed.

A sixth lesson concerns communication and accessibility. CCE-DoC explores how plain-language explanations, visual or multimedia supports, repeated opportunities for discussion, and attention to the stress experienced by surrogates could enhance consent processes. For older persons with cognitive impairment, communication support could be treated as a rights-enabling practice. This includes hearing and vision optimization, quiet environments, adequate time, use of familiar language and objects, culturally appropriate interpretation, memory aids, written summaries, pictures, gesture, music, and attention to trusted relationships.

A seventh lesson concerns sensitive information and data. CCE-DoC highlights that some forms of brain data may be more sensitive than ordinary forms of health information. As older persons with cognitive impairment are also increasingly subject to digital monitoring, wearable devices, and neurological biomarker-mediated assessment, policies might consider norms around what data may be collected, who can access them, how they are used, and how the person’s preferences will be preserved. 

At least six practical recommendations follow from these transferable lessons.

1: laws and policies should embed supported decision-making as a default orientation. 
2: capacity assessments should be decision-specific, time-sensitive, and support-sensitive. 
3: care settings should maximize opportunities to support autonomy across decisional contexts. 
4: professionals must be trained to recognize non-verbal or fluctuating expressions of preference or values.
5: independent advocacy should be available in higher-risk situations.
6: public policy must challenge the stigma that equates cognitive impairment with absence of personhood or consciousness. 

Dignity is preserved when systems continue to look for the person, listen for the person, and organize care around the presumption that there remains someone there to whom our practices are answerable.

Sincerely,

Michael J. Young, MD, MPhil
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