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Dementia, Healthcare Decision 
Making, and Disability Law
Megan S. Wright

The right to make one’s own healthcare deci-
sions, premised on the importance of auton-
omy and bodily integrity, is well-established 

in law and medical ethics, and legal tools such as 
advance directives are meant to ensure that this 
right survives even when a person is incapacitated. 
While early court cases and subsequent state legisla-
tive action to create living wills focused on incapac-
ity in the context of the permanent vegetative state, 
the law of healthcare decision making in the event 
of incapacity has application to other more common 
instances, including when a person is conscious but 
has impaired decision-making abilities, as is the case 
for persons with dementia. 

Dementia is an acquired syndrome characterized 
by cognitive impairments and functional limitations. 
While predominantly a disease of older persons, 
dementia is not a normal part of aging.1 Dementia 
covers a variety of disorders that negatively impact 
“multiple higher cortical functions, including mem-
ory, thinking, orientation, comprehension, calcula-
tion, learning capacity, language, and judgement.”2 
These cognitive effects are associated with behavioral 
changes, and sometimes with personality changes.3 
The most common dementia is Alzheimer’s Disease 
followed by vascular dementia.4 Because dementia 
is most often progressive, a person may have early-

stage (e.g., some forgetfulness, some difficulty finding 
the right words to use in conversation), middle-stage 
(e.g., significant forgetfulness, frequently using vague 
words such as “something”), or late-stage dementia 
(e.g., not oriented to time or place, unable to speak 
at all or to speak intelligibly to others).5 Over time, 
persons with dementia will need assistance with the 
activities of daily living, such as bathing and feed-
ing. As the disease progresses, persons with demen-
tia will also need assistance with healthcare decision 
making. 

For decades, law and philosophy scholars have been 
debating about the preferred standard for how oth-
ers should make healthcare decisions on behalf of 
patients with dementia.6 Because dementia is a special 
case of incapacity due to changes in personal identity 
that may result in perceived loss of personhood and in 
tensions between former and current preferences and 
interests, there are questions about which interests 
should be prioritized in healthcare decision making. 
Many argue that honoring precedent (or prospective) 
autonomy is the preferred decision-making standard, 
and advocate for use of advance directives or other 
evidence of the persons’ wishes prior to the onset of 
dementia.7 Others, however, argue that the current 
best interests of the person with dementia should 
instead be prioritized.8 

While healthcare decision-making law accommo-
dates both perspectives, precedent autonomy is privi-
leged in surrogate decision making. As the number of 
persons with dementia increases9 and understand-
ings of the lived experience of dementia evolve,10 it 
becomes especially important to revisit whether reli-
ance on advance directives and surrogate healthcare 
decision making best promote autonomy and welfare 
for this population, however. 
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This article enters the existing debates from a dis-
ability rights perspective, which emphasizes the 
importance of autonomy for persons with disabilities, 
including dementia. By centering the preferences and 
experiences of persons with dementia, and looking 
to existing disability law for insight, alternatives to 
advance directives and surrogate decision making can 
be identified. More specifically, this article argues that 
federal disability law mandates that healthcare pro-
viders accommodate their patients with dementia so 
these patients can participate in decision making. This 
article also argues that new forms of contracts, known 
as supported decision making agreements, can also 
prolong patient autonomy through the earlier stages 
of dementia.

In brief, this article argues that despite their cogni-
tive impairments, many persons with dementia, with 
appropriate accommodations and support, can make 
their own healthcare decisions at the time a decision 
needs to be made, exercising their autonomy in the 
present. This reduces the need for advance directives 
and surrogate decision makers until the later, more 
severe stages of dementia. 

Dementia and the Law of Healthcare 
Decision Making
Given that dementia often causes memory loss and 
may result in changes to personality, there is significant 
potential for conflict between the current interests of 
persons with dementia and their interests prior to the 
onset of dementia; indeed, they may not remember or 
care about their former preferences. This reality has 
led to a decades-long debate in the legal and philo-
sophical scholarship on dementia and healthcare deci-
sion making about the best surrogate decision-making 
standards for persons with dementia. 

Ronald Dworkin was especially influential in argu-
ing that the precedent autonomy of a person with 

dementia should be honored. He argued that while a 
person with dementia has current interests that could 
be accounted for in a healthcare decision, these inter-
ests are merely experiential (e.g., experiencing plea-
sure while eating).11 In contrast, prior to the onset of 
dementia, a person’s values or understanding of what 
makes a good life (e.g., valuing self-determination and 
independence) constitute critical interests.12 Should 
there be a conflict between critical and experiential 
interests, according to Dworkin, the critical interests 
of a person with dementia should be privileged. 

In contrast, in her voluminous scholarship on the 
subject, Rebecca Dresser has outlined many problems 
with privileging precedent autonomy when deciding 
for persons with dementia. Indeed, she has explained 

that it is impossible for individuals to accurately pre-
dict how they will experience dementia and what their 
preferences will be, and that relying on prior prefer-
ences does not allow persons with dementia to change 
their mind after they have been declared incompe-
tent.13 Because advance directives typically do not 
account or allow for adaptation to illness or disability, 
she instead argues that the current best interests of 
persons with dementia should be prioritized.14 

Healthcare decision-making law largely reflects 
Dworkin’s view with its emphasis on following 
advance directives and directions to surrogates to 
make decisions based on a patients’ prior wishes, but 
does acknowledge a role for using a best interests 
determination as a last resort. As previously noted, 
because of the importance of autonomy and bodily 
integrity, it is settled in United States law and medi-
cal ethics that patients with decision-making capacity 
are entitled to make their own healthcare decisions.15 
But when a patient’s decision-making abilities are 
impaired, perhaps because of mental illness, brain 
injury, or the onset of dementia, state healthcare 
decision-making laws provide a process for others to 

This article enters the existing debates from a disability rights perspective, 
which emphasizes the importance of autonomy for persons with disabilities, 
including dementia. By centering the preferences and experiences of persons 

with dementia, and looking to existing disability law for insight,  
alternatives to advance directives and surrogate decision making can be 
identified. More specifically, this article argues that federal disability law 

mandates that healthcare providers accommodate their patients with 
dementia so these patients can participate in decision making.

https://doi.org/10.1177/1073110519898040 Published online by Cambridge University Press

https://doi.org/10.1177/1073110519898040


Wright

current topics in health law: 2019 aslme health law professors conference • winter 2019 27
The Journal of Law, Medicine & Ethics, 47 S4 (2019): 25-33. © 2019 The Author(s)

make decisions on behalf of the incapacitated patient. 
Because autonomy remains a primary value even 
when a patient is incapacitated, typically surrogate 
decision makers will be instructed to follow the writ-
ten or oral wishes of the patient prior to incapacity,16 
when the patient would have been considered auton-
omous. If the incapacitated patient never had specific 
wishes or these wishes were not communicated to rel-
evant third parties, then a surrogate will be instructed 
to make a substituted judgment, deciding on the basis 
of the patient’s prior values, beliefs, and preferences, 
to respect the patient’s precedent autonomy.17 If sur-
rogates have no information to make a substituted 
judgment and it is not possible to respect the patient’s 
precedent autonomy, then surrogates will be asked to 
decide in accordance with what they consider to be 
the best interests of the patient.18

Recent legal scholarship on dementia and health-
care decision making maintains an emphasis on prec-
edent autonomy. This scholarship often describes how 
to use existing legal tools to ensure that should a per-
son develop dementia, they would be able to control 
the circumstances of their decline and death. Some 
recommend using extremely tailored advance direc-
tives to decline food and water upon loss of decision-
making capacity due to dementia,19 while others argue 
for extending access to physician aid in dying to per-
sons who may not have decisional capacity at the time 
they would otherwise be eligible for this end-of-life 
option.20 An underlying theme of this scholarship is 
dread at the prospect of acquiring dementia and sub-
sequently losing autonomy; many legal scholars view 
dementia as incompatible with a dignified existence.21 

Living with Dementia
For many persons with dementia, however, their 
life is not as intolerable or undignified as many per-
sons without dementia may imagine. Indeed, several 
studies demonstrate that suffering and low quality 
of life are not necessary consequences of dementia. 
One quality of life (QOL) assessment of persons with 
Alzheimer’s Disease (AD) who lived at home found 
that most study participants “rated their overall QOL 
as good or excellent, despite losses that many of us 
would consider devastating.”22 What explains the 
disconnect between the relatively good quality of life 
many persons with dementia experience compared 
to how their lives are perceived by others? Studies 
have shown that persons without disabilities rate the 
quality of life of persons with disabilities lower than 
the persons with disabilities rate their own quality of 
life.23 Research has also shown that people adapt to 
acquired disabilities,24 as is also true for dementia,25 
which may result in changed healthcare preferences 

and assessments of what is important.26 Current 
healthcare decision-making law may not accommo-
date these changed preferences if surrogates follow 
advance directives or attempt to honor precedent 
autonomy rather than present agency of persons with 
dementia. 

In another study with focus groups of persons 
with AD and their informal caregivers, participants 
reported feeling depressed, anxious, and angry once 
diagnosed.27 Importantly, however, the majority of 
study participants with AD adjusted over time and 
began to cope with their illness, and only about a fifth 
were still depressed, with the vast majority reporting 
being “ok,” and a fifth reporting that they were happy. 
One participant remarked, “You adjust to things you 
never thought you could—not driving, losing your 
independence.”28 

Indeed, while some may say that persons with 
dementia “suffer” from their illness,29 embedded in 
this terminology are the assumptions that suffering is 
occurring and that dementia is the cause of it.30 But as 
others argue,

“… it is often not so much the impairment itself, 
but the response of society around the person 
that creates much of the misery and suffering of 
dementia. True, neurological impairment creates 
great difficulties for both sufferer and carers, but 
it is possible to respond in a much more positive 
way to minimize the damage and in doing so to 
enhance the experience, quality of life and level 
of function of the person affected.”31

This alternative understanding of dementia empha-
sizes the personhood of the individual with an 
acquired cognitive impairment, and their remaining 
abilities to feel, relate, and communicate,32 rather 
than focusing on what abilities have been lost. This 
accords with what is referred to as the social model 
of disability, which focuses on the relationship of a 
person with an impairment to others and their envi-
ronment. The social model of disability contrasts to 
the medical model, which seeks to “fix” an individual’s 
impairment.33 

The original social model of disability arose from 
the efforts of persons with physical impairments to 
“participate fully in society, to live independently, to 
undertake productive work, and to have full control 
over their lives.”34 According to revised understand-
ings of the social model, individuals may have impair-
ments that they experience as unpleasant or problem-
atic and for which they seek medical treatment, but 
what is disabling (or oppressing) is society’s failures 
to accommodate them through structural changes 
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(e.g., elevators, closed captioning, etc.).35 Applying the 
social model of disability to the case of dementia, per-
sons likely find the onset of typical symptoms such as 
forgetfulness or aphasia unwelcome, and hope for an 
efficacious medical treatment to slow or reverse these 
symptoms, but also maintain a sense of self36 and 
desire that others acknowledge their personhood and 
remaining abilities.

A Dementia Patient-Centered Approach
In addition to the empirical findings on the quality 
of life of persons with dementia, there are studies on 
the decision-making abilities and preferences of this 
population. Many persons with dementia, particularly 
in the early stages, remain capable of making their 
own healthcare decisions, which they are entitled to 
do under existing healthcare decision-making law. 
Research has shown, however, that there is a presump-
tion of incapacity beginning upon the diagnosis of 
dementia.37 Many studies of the experience of persons 
with dementia in healthcare decision making dem-
onstrate that they are often excluded from or mar-
ginalized in the process as healthcare providers turn 
to surrogate decision makers.38 This is despite their 
remaining abilities and their desires to be recognized 
as agentic, self-determining persons and to be actively 
involved in making or participating in decisions that 
affect their lives.39 Many persons with dementia recog-
nize their cognitive impairments, but also assert that 
they have significant remaining capabilities.40 When 
treated as incapable and marginalized in the decision-
making process, there is a decrease in their psycho-
logical wellbeing.41 

Given their capabilities and preferences, ques-
tions arise about how best to create healthcare deci-
sion-making law that affects persons with dementia. 
Scholars have drawn attention to the relative lack of 
research on the experiences of persons with demen-
tia in healthcare encounters,42 and there has similarly 
been a neglect of the perspectives of persons with 
dementia in legal scholarship on healthcare decision 
making. Instead of looking to arguments advanced 
by persons without dementia, law and policymakers 
should instead consider centering the perspectives 
and experiences of persons with dementia, as they are 
governed by these laws. Doing so should increase the 
welfare of patients with dementia.43 

Insights from Disability Law
Healthcare decision-making law is triggered by con-
cerns about a loss of decision-making capacity (i.e., 
a presumed loss of the ability to exercise contempo-
raneous autonomy). These laws permit surrogates to 
disregard the remaining agency of persons with cog-

nitive impairments should a surrogate perceive there 
to be conflicts with the patient’s prior preferences or 
current welfare. As discussed previously, this occurs 
once someone is diagnosed with dementia regardless 
of their decision-making abilities. There are, however, 
other bodies of law that are relevant to healthcare 
decision making that are more consistent with the 
interests of persons with disabilities to be self-deter-
mining and align with the social model of disability’s 
emphasis on accommodating impairments, including 
decisional impairments. 

Indeed, healthcare decision making is also gov-
erned by disability law, given that important medi-
cal decisions, especially occurring in late or end of 
life, are made when the patient meets the definition 
of disabled. Looking to disability law in the context of 
dementia and healthcare decision making produces 
different answers to long-standing ethical questions 
and different guidance to patients, prospective surro-
gates, and physicians. While there are multiple rele-
vant federal and state disability laws,44 this article will 
focus on two particularly important examples, namely 
the Americans with Disabilities Act (ADA) and sup-
ported decision-making legislation.

americans with disabilities act
The most important disability law is the ADA, 
enacted in 1990 and later amended in 2008. The 
ADA is a federal civil rights law for persons with dis-
abilities, and it prohibits discrimination against per-
sons with disabilities by employers (Title I), state and 
local governments (Title II), private entities deemed 
public accommodations (Title III), and telecommu-
nications (Title IV).45 For the purposes of this article, 
it is worth emphasizing that the ADA requires pub-
lic and private healthcare facilities and providers to 
make reasonable accommodations for patients with 
disabilities so that healthcare services are received 
in the most integrated setting unless doing so would 
constitute an undue burden or fundamentally alter 
the good or service provided.46 

Dementia constitutes a disability as defined in the 
ADA because a person with dementia “has a physical 
or mental impairment that substantially limits one or 
more major life activities, … has a history or record 
of such an impairment, or … is perceived by others as 
having such an impairment.”47 Thus, under the ADA, 
there is a duty to provide accommodations that enable 
the full participation of patients with dementia in 
healthcare decision making unless doing so would be 
unreasonable or unduly burdensome.48 

When physicians rely on surrogates to make deci-
sions for their patients with dementia in accord with 
healthcare decision-making law,49 they may not be 
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meeting their obligations under the ADA. In fact, 
recent research has shown that physicians are largely 
ignorant of their duties to accommodate their patients 
with disabilities,50 including their responsibility to 
provide “alternative and effective types of communica-
tion.”51 Under the ADA, physicians are prohibited from 
discriminating against and have an affirmative duty to 
accommodate their patients with dementia just as they 
have duties to accommodate their patients with other 
types of disabilities (e.g., providing an interpreter for 
their patients with a hearing-related disability).52 

If a patient with dementia can, with or without 
accommodations, participate in healthcare decision 
making, they are legally entitled to do so under the 
ADA. Typical accommodations or modifications for 
patients with dementia may include healthcare pro-
viders altering their communication style by speak-
ing more slowly, simply, and without jargon; pausing 
during speaking; asking yes/no questions; and paying 
attention to nonverbal communication.53 Accommo-
dations may also involve targeting comorbid disabili-
ties, such as hearing loss, with assistive technology; 
changing the environment to reduce noise and dis-
traction so it is easier for the patient with dementia to 
concentrate and communicate; and changing medi-
cations that negatively impact the patient’s ability to 
communicate.54 

If accommodations are necessary for a patient 
with dementia to participate in healthcare decision 
making, they will likely not be so unreasonable as 
to qualify for an exception to the ADA’s mandate.55 
Healthcare facilities and providers already have 
access to some of the technology necessary to accom-
modate dementia-related disabilities, such as assis-
tive devices or medications, and the costs of the extra 
time needed to communicate with patients with 
dementia is not unreasonably burdensome from a 
cost-perspective.56 In fact, taking the necessary time 
to help patients make decisions is also consistent with 
the best clinical practice of shared decision making 
wherein healthcare providers and patients together 
make decisions on the basis of the physician’s exper-
tise and the patient’s values.57 

In brief, many persons with dementia are legally 
entitled to make their own healthcare decisions at the 
time the decision must be made. This is the case under 
existing healthcare decision-making law if a person 
with early-stage dementia retains decisional capac-
ity, or under the ADA if the person with dementia can 
make decisions with any necessary accommodations. 
The documented experience of many patients with 
dementia being sidelined when decisions are made 
regarding their healthcare58 suggests providers’ igno-
rance of disability law. Healthcare providers thus need 

to be educated about their legal obligations to their 
patients with dementia.

state disability laws: supported decision 
making
The ADA sets a floor for protecting persons with dis-
abilities from discrimination, and states may have 
additional laws that provide greater protections,59 
including for disabilities that impair decision mak-
ing. Most significantly for the purposes of this article, 
some states have adopted supported decision-making 
legislation. Supported decision making is an alterna-
tive to surrogate decision making and guardianship 
for persons with cognitive disabilities60 and can be 
applied to persons with dementia. 

Under this model, a person with a disability that 
impairs cognition enters into agreements with people 
they trust, known as supporters, to assist them in their 
decision-making process. Supporters can assist in 
obtaining information necessary to decide; thinking 
through the decision; and communicating the deci-
sion to others.61 Importantly, with supported decision 
making, the person with the disability retains legal 
authority to make their own decisions; supporters are 
not surrogates who can make the decision for the per-
son with a disability.62

Supported decision making is inspired in part by 
Article 12 of the Convention on the Rights of Persons 
with Disabilities (CRPD), which states that “persons 
with disabilities enjoy legal capacity on an equal basis 
with others in all aspects of life.”63 While the United 
States signed the CRPD, the Senate never ratified it. 
The principles contained within the CRPD have been 
influential in some domestic court cases, however,64 
and advocates for persons with developmental and 
intellectual disabilities recently have been successful 
in spreading the model of supported decision making. 

Supported decision making is currently law on the 
books of six jurisdictions in the United States.65 Texas 
was the first state to adopt supported decision mak-
ing,66 followed by Delaware,67 Wisconsin,68 the District 
of Columbia,69 Alaska,70 and Indiana.71 Other states 
reference supported decision making in their guard-
ianship statutes, directing that before someone be 
appointed a guardian, other less restrictive alternatives 
such as supported decision making are explored.72 Still 
other states reference supported decision making for 
some types of decisions, such as organ donation.73 

There has been relatively little sustained engage-
ment with this model specifically for persons with 
dementia,74 although some have argued that supported 
decision making should be explored for older persons 
at risk of guardianship, including those with demen-
tia.75 A recent report on dementia from the World 
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Health Organization (WHO) argues that “a legiti-
mate expectation of the law is that it should establish 
a structure within which appropriate autonomy and 
self-determination are recognized and protected.”76 
While the WHO acknowledges that supported deci-
sion making can be an appropriate means for respect-
ing the autonomy of persons with dementia,77 it also 
argues that surrogate decision making and advance 
directives are other means of respecting the autonomy 
of patients with dementia.78 

More recent scholarship has argued instead that 
supported decision making should be the default for 
persons with dementia, particularly those in the early 
to moderate stages, as this is the best way to respect 
their present autonomy.79 In states where supported 
decision-making agreements are formally recognized, 
persons with dementia may elect this option, in addi-
tion to or in lieu of an advance directive. Doing so 
would ensure that patients with dementia remain 
involved in their healthcare decision making, which 
matches their documented preferences.80 

While healthcare providers would need to be edu-
cated about supported decision making, this model 
should be familiar to physicians who strive to engage 
in shared decision making with patients given the 
similarities between these decision-making models,81 
which could remove a barrier to its routine use. Fur-
thermore, supported decision making can be viewed as 
a reasonable accommodation under the ADA because 
having support in decision making can offset some of 
the impairments that dementia brings. If a patient 
with dementia has aphasia, for example, a supporter 
may be able to help interpret what the patient is try-
ing to communicate to a healthcare provider. Or if a 
patient with dementia is having difficulty remember-
ing information important to a decision, a supporter 
can remind them of this information. Further, even if 
states have not adopted supported decision making 
into law, this does not mean it cannot be used infor-
mally by physicians and surrogate decision makers.82

Discussion 
For too long, the discussion about dementia and deci-
sion making found in the law and philosophy literature 
has ignored the perspectives and lived experiences of 
persons with dementia, and has been dominated by 
the view that persons with dementia are not capable 
of exercising autonomy and that living with dementia 
is undignified.83 This has led to a body of scholarship 
that debates the best standards of surrogate decision 
making, which assumes that surrogates are necessary, 
and more recently includes proposals for detailed 
advance directives to ensure that persons who develop 
dementia can hasten their death, should this be their 
preference prior to the onset of dementia.84 

If persons with dementia are centered, however, 
future scholarly conversation about dementia and 
healthcare decision making will be different. Instead 
of focusing on deficits caused by dementia, legal schol-
ars should acknowledge the desire and capability of 
many persons with dementia to participate in decision 
making when a healthcare decision needs to be made. 

Such recognition will likely translate into law and 
policy that respects the current autonomy of persons 
with mild to moderate dementia, and thus increase 
their wellbeing. 

Disability law, which emphasizes autonomy, but 
also contains a broader range of values, such as self-
determination, equality, relationality, recognition of 
personhood, and inclusion, provides alternatives to 
surrogate decision making for persons with dementia. 
Incorporating insights from this body of law should 
shift scholarly focus on dementia and healthcare 
decision making to how best to accommodate the 
impairments caused by dementia so that patients with 
dementia can participate in healthcare decision mak-
ing on an equal basis to patients without dementia. 

Some may be pessimistic about the realistic pros-
pects of patients with dementia being able to make 
their own healthcare decisions at the time they need 
to be made, regardless of what kinds of accommoda-
tions or support they receive, given the significant 

Instead of focusing on deficits caused by dementia, legal scholars should 
acknowledge the desire and capability of many persons with dementia to 

participate in decision making when a healthcare decision needs to be made. 
Such recognition will likely translate into law and policy that respects  

the current autonomy of persons with mild to moderate dementia,  
and thus increase their wellbeing. 
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impairments that some persons with dementia experi-
ence, especially as dementia progresses. Admittedly, if 
someone has late-stage dementia, they are more likely 
to be unable to participate in healthcare decision mak-
ing, and surrogates or advance directives will remain 
necessary. However, research has demonstrated that 
even patients with advanced dementia can, if properly 
supported in a conversation, communicate meaning-
fully with their healthcare providers.85 More impor-
tantly, most persons have early or moderate demen-
tia, and accommodations and support increase the 
likelihood that persons with dementia can remain 
autonomous for longer in the progression of demen-
tia, especially if autonomy is understood as relational 
in nature.86 Relatedly, not all persons with dementia 
will have persons they trust with whom to enter into a 
supported decision-making agreement; even in these 
instances, however, patients with dementia can still 
benefit from accommodations in their conversations 
with their healthcare providers.

Others may be concerned that any decisions made 
by a patient with dementia will not be autonomous. 
This concern is grounded in the reality of the power 
differential between them and their physicians and 
family members, and the fear that the patient with 
dementia will be coerced into deciding on the basis of 
others’ preferences or interests.87 There are, however, 
safeguards built into existing law, such as physicians’ 
fiduciary duty to their patients and directions to third 
parties to contact adult protective services should 
they suspect problematic influence of supporters,88 
that decrease the likelihood of coercion. Addition-
ally, preventing persons with dementia from partici-
pating in their healthcare decision making because 
of fears of coercion is overly paternalistic.89 Finally, 
many persons make late-life healthcare decisions 
on the basis of others’ interests and view doing so as 
compatible with autonomous decision making;90 it is 
not clear why persons with dementia would decide 
differently.

Some may dislike this proposal and prefer to con-
tinue to privilege precedent autonomy because they do 
not want to be able to change their minds about has-
tening their own deaths in the event that they acquire 
dementia. Because I have not argued for eliminat-
ing advance directives or surrogate decision making 
entirely, for persons who hold this view, they can opt 
not to enter into a formal supported decision-making 
agreement should they acquire dementia and decline 
decision-making accommodations provided by their 
healthcare providers, in which case their prior wishes 
would be honored in healthcare decision making. 
But their views should not be a roadblock to making 
additional decision-making models available to the 

majority of patients with dementia who do want to be 
actively involved in their healthcare decision making, 
despite their acquired cognitive impairments.

Conclusion
A medical ethicist recently asserted, “… it is an ethical 
priority in the care of people with dementia to maxi-
mize the likelihood that they will have opportunities 
to live lives reflective of their values and maintain 
active, central roles in decision making.”91 It is time for 
healthcare decision-making law and medical practice 
to catch up to this point of view. 

Existing federal and state disability law, which 
offer welcome alternatives to advance directives and 
surrogate decision making found in healthcare deci-
sion-making law, should be applied to persons with 
dementia. If provided appropriate accommodations 
and support, respect for the autonomy of patients with 
dementia can be respect for present, rather than prec-
edent, autonomy.92
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