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INCE THE FOUNDING OF THE US REPUBLIC, SOCIAL AND
political movements have substantially expanded the
right to vote.! Most recently, these efforts have fo-

cused on persons with physical disabilities.>* But ef--

forts to extend the franchise as broadly as possible have
largely overlooked an important policy problem—how to
ensure meaningful access to the ballot box for persons with
cognitive disabilities.

Among the many conditions that cause cognitive impair-
ments, dementia presents particularly concerning issues. Be-
cause it is progressive, many individuals who have it will
cross a threshold from being capable to being incapable of
voting. Voting rates are highest among persons aged 65 to
74 years,® and age is the chief risk factor for dementia. Es-
timates suggest that by 2050, there will be about 15 million
persons with dementia in the United States.®

Persons with dementia who remain capable of voting and
want to do so may be denied this right because their care-
givers incorrectly assume that such persons lack capacity
or because they lack access to voting technologies tailored
to cognitive disabilities. Alternatively, persons who have lost
the capacity to vote may vote anyway, or others, such as
health care professionals or family members, may cast their
ballots for them, thereby compromising the integrity of the
system. This concern may be particularly pronounced for
local elections, where a small number of votes are more likely
to affect the results, but the events in Florida during the 2000
US presidential election show that even national elections
can turn on very few votes.®

Unfortunately, society has not adequately addressed is-
sues relating to voting by persons with dementia. This ar-
ticle addresses 3 critical issues that require attention: de-
velopment of a method to assess the capacity to vote;
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This article addresses an emerging policy problem in the
United States: participation in the electoral process by
citizens with dementia. At present, health care profes-
sionals, family caregivers, and long-term care staff lack
adequate guidance to decide whether individuals with
dementia should be precluded from or assisted in cast-
ing a ballot. Voting by persons. with dementia raises a
series of important questions about the autonomy of in-
dividuals with dementia, the integrity of the electoral pro-
cess, and the prevention of fraud. Three subsidiary is-
sues warrant special attention: development of a method
to assess capacity to vote; identification of appropriate

. kinds of assistance to enable persons with cognitive im-

pairment to vote; and formulation of uniform and work-

-able policies for voting in long-term care settings. In some

instances, extrapolation from existing policies and re-
search permits reasonable recommendations to guide
policy and practice. However, in ather instances, addi-
tional research is necessary.
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identification of appropriate kinds of assistance to enable
persons with cognitive impairment to vote; and formula-
tion of uniform policies for voting in long-term care set-
tings. In some instances, existing policies and research per-
mit reasonable recommendations. However, other issues
cannot be addressed without additional research and pub-
lic discussion.
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VOTING BY PERSONS WITH DEMENTIA

The Capacity to Vote

Electoral laws in the United States are a patchwork of fed-
eral, state, and local enactments and court decisions. Al-
though [ederal protection of the right to vote has expanded
dramatically over the past 50 years, federal laws acknowl-
edge traditional state authority to define voter qualifica-
tions relating to residency, citizenship, criminal record, and
mental capacity.”PP'¢ 0 The National Voter Registration Act
0f 1993 specifically acknowledges the traditional state pre-
rogative to disenfranchise persons “by reason of criminal
conviction or mental incapacity.”®

States laws vary substantially. About two thirds of the states
and the District of Columbia disenfranchise individuals on
the basis of legal classifications not specifically related to
the capacity to vote. The typical provision precludes regis-
tration by persons who have been adjudicated as “insane”
or mentally incompetent-or incapacitated or who are un-
der a guardianship order.® Only 8 states focus their exclu-
sionary criteria specifically on the capacity to vote (Con-
necticut, Florida, Iowa, Massachusetts, New Mexico, Ohio,
Oregon, and Wisconsin), but none of these states identi-
fies a standard to assess an individual’s capacity to vote.

There are several points in the path to casting a ballot at
which one of these disqualification provisions might disen-
franchise an individual. First, registration forms may ask for
information—such as whether an individual is under guard-
ianship—that then leads to the application being rejected. Sec-
ond, when a person attempts to register or to vote, a voting
official might doubt his capacity and refuse to supply a reg-
istration form or a ballot. Third, staff at long-term care fa-
cilities or family caregivers may serve as gatekeepers, decid-
ing whether to inform individuals of their right to vote and
whether and how to assist them in registering or voting. Such
gatekeepers might systematically assume that some or all per-
sons with dementia lack the capacity to vote based on legal
status, stereotypical judgments, or family preferences. Alter-
natively, these persons might assume that everyone who ex-
presses a desire to vote is competent to do so.

The problem with both the traditional statutory exclu-
sions and the informal gatekeeping determinations is that
they are likely incompatible with well-developed prin-
ciples of contemporary mental health law and ethics. Un-
der contemporary principles, persons’ decision-making pre-
rogatives should not be denied based on diagnosis or history
alone. Instead, assessment of decision-making ability should
focus on specific functional capacities wherever possible.'
Given the (undamental character of the right to vote under
modern constitutional doctrine, laws disqualifying indi-
viduals without a specific determination of incapacity to vote
may violate the federal constitution as well as the Ameri-
cans With Disabilities Act.!!

Doe v. Rowe, a recent decision by a federal district court
in Maine, illustrates this point.’? Doe struck down a provi-
sion of the Maine constitution that disenfranchised per-
sons “under guardianship for reasons of mental illness.”
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Three persons in that category challenged the provision un-
der the Fourteenth Amendment of the federal Constitu-
tion and the Americans with Disabilities Act. The court held
that Maine’s provision was impermissibly overbroad. Many

-persons under guardianship for mental illness may never-

theless adequately understand the nature and effect of cast-
ing aballot. At the same time, by disenfranchising only per-
sons under guardianship for “mental illness” while allowing
unrestricted participation by persons under guardianship
for other reasons—eg, coma, head trauma, or mental retar-
dation—the provision arbitrarily discriminated against people
with mental illness. In addition, the court held that Maine
failed to provide due process to persons who faced the pros-
pect of losing the right to vote.

One of the Doe court’s important contributions was to
clarify the meaning of “capacity to vote.” Under the court’s
ruling, a person has the capacity to vote if he or she under-
stands the nature and effect of voting and has the capacity
to choose among the candidates and questions on the bal-
lot. This standard is a constitutionally appropriate model
for legal reform. It is preferable to other proposed stan-
dards, such as the ability to provide the information needed
to register to vote," because while registration is a neces-
sary prerequisite to voting, the ability to provide one’s name
and address does not speak directly to the task that a voter
will undertake in the voting booth.

At the same time, the Doe standard is preferable to more
demanding standards that would disqualify voters who lack
the capacity to castan “intelligent” vote or to understand the
precise issues on the ballot and exercise a reasoned choice.
The US experience with “literacy” tests inquiring about de-
tailed issues of constitutional law and political science am-
ply demonstrates that any standard that-probes more deeply
into a person’s electoral understanding carries with it an in-
herent risk of subjective and arbitrary application. '#rt4!-14
Moreover, even if such a standard could be consistently and
fairly applied, contemporary legal doctrine rejects restric-
tions based on factors such as education or particular know!-
edge as incompatible with our commitment to a universal fran-
chise. Many individuals who are entirely competent may base
their votes on what others may regard as “irrational” consid-
erations, but their choices are respected nonetheless.

But as useful as the Doe standard is to assess the capacity
to vote, 4 steps must be taken to put it into practice. First,
all states should revise their statutes regarding the capacity
to vote to specify that an adult who lacks the capacity to
understand the nature and effect of voting and to make an
electoral choice may be precluded from voting, and that an
adult who is subject to a guardianship order retains the right
to vote unless the guardianship order explicitly provides oth-
erwise.

Second, the Doe standard must be operationalized in an
instrument to assess the abilities to understand the nature
and effect of voting and to make a choice. Just as standard-
ized instruments have been developed to assess a person’s
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capacity to consent to treatment and research,"** poll work-
ers, judges, professional caregivers, and family members need
a similar instrument to assess capacity to vote. We are cur-
rently testing an instrument that operationalizes the Doe stan-
dard.' To assess whether a person understands the nature
of voting, the person is asked to imagine that it is election
day for governor of his or her state and is then asked how
the people of the state will pick the next governor (the cor-
rect answer is that people will vote). To assess whether a
person understands the effect of voting, the person is asked
how it will be decided who won the election (the correct
answer is that whoever gets the most votes wins). The in-
dividual is then presented with a short description of 2 can-
didates and is asked to choose 1 of the candidates. The can-
didate the person chooses is, of course, irrelevant. The critical
issue is whether the person is able to express a choice.

Third, constitutional due process requires developing fair
procedures for implementing an exclusionary standard.
Nondiscriminatory procedures for applying a test of voter
capacity at the voter registration facility and at the time of
voting are needed. For example, if a question is raised about
a particular person’s capacity to vote at the polling place, a
poll worker might ask the questions described above. Per-
sons who are unable to answer such questions correctly might
then undergo a more detailed assessment. However, prior
to implementing such a procedure, discussion is needed as
to whether'such a critical decision should be delegated to
poll workers acting in the heated, partisan environment of
election day, rather than being entrusted to officials at some
point earlier in the process, during which time it is pos-
sible to have effective review of the decision to strip a citi-
zen of his or her right to vote.

Fourth, public education is needed. The state’s elector-
ate twice ratified the discriminatory provision in Maine’s con-
stitution that the Doe case struck down.'” The public needs
to learn about the wrongfulness of restrictions based on la-
bels such as “mental illness” and the importance of focus-
ing on the particular abilities involved in voting.

Providing Assistance to Persons With Dementia

As dementia progresses, patients invariably need assis-
tance from other people, commonly called caregivers, to per-
form activities of daily living, make decisions such as whether
to enroll in research, and interact with health care profes-
sionals.!®! These caregivers will also need to address is-
sues that arise concerning voting, both to assure them-
selves that patients with the requisite capacity and inclination
are able to vote and to take appropriate action when such
capacity is in doubt.

The role of the caregiver in voting has received limited
study. Persons cared for by a spouse are more likely to vote
than persons cared for by a nonspousal caregiver, and
whether a patient votes is strongly correlated with his or her
caregiver’s attitudes about the appropriateness of voting by
cognitively impaired individuals.?®? These findings sug-
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gest that spouses and health care professionals need guid-
ance in deciding whether and how to assist impaired indi-
viduals in voting.

Voting by secret ballot was first introduced in the 19th
century.'®*2 Before then, ballots were often coded or oth-
erwise completed in a manner permitting others to observe
a person’s vote. While the secret ballot reduces the risk of

" coercion by organized groups such as unions, employers,

and political machines, it also has the effect of disenfran-
chising many individuals who need assistance to vote. Al-
though the secrét ballot is the norm in the United States,
federal law now permits people to have assistance when vot-
ing. Most of the extant regulations and guidance relating
to assistance pertain to persons with physical handicaps such
as blindness and immobility.2* Considerably less attention
has been paid to the appropriate degree of assistance for per-
sons with cognitive impairment.

At least 1 type of assistance in voting is not appropriate
for family caregivers or other persons caring for patients with
dementia: voting on the person’s behalf as a proxy decision
maker. Although it is well established legally and ethically
that proxies are authorized to make decisions for persons
who cannot make decisions for themselves in medical con-
texts,? a proxy is not permitted to vote on behalf of an-
other person. Some may think that this prohibition “disen-
franchises” persons with dementia, especially persons with
long-standing and well-articulated political views that are
well known to a surrogate who is exercising a “substituted
judgment” or even executing a “voting advance directive.”
For example, in the month following the 2000 US presi-
dential election, a spousal caregiver contributing to an Alz-
heimer disease e-mail exchange wrote, “Since we have been
married, he has always voted a straight Democratic ticket
so 1did the same for him . . . I do not feel guilty. I feel that
he is being represented since he certainly pays enough in-
come tax, has never been a felon and served his country
well.”® This comment and others like it suggest that some
family caregivers consider it within their prerogative to vote
on behalf of the person for whom they otherwise serve as a
recognized proxy.

Notwithstanding the broad scope of proxy decisions by
family caregivers for persons with dementia in other con-
texts,' proxy voting is legally impermissible. Unlike medi-
cal and financial decisions, the act of voting in a demo-
cratic polity is an incident of citizenship and an inalienable
right. Citizenship creates certain obligations and opportu-
nities that cannot be delegated, such as submitting to a mili-
tary draft or serving on a jury. Although a person has the
prerogative to vote as another person recommends, the per-
son cannot “assign” his or her right to vote to someone else.

Within this important constraint, what types of assis-
tance are appropriate at a polling place and in the casting
of an absentee ballot? The same factors that make voting
easier can also make fraud or coercion more likely. For ex-
ample, permitting an assistant to enter the voting booth with
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adisabled voter may be necessary to enable the voter to read
the ballot or mark his choice, but once the curtain is drawn,
the assistant has the opportunity to act without being ob-
served and might cast the ballot for the candidate he or she
prefers, rather than for the voter’s choice. Similarly, with
respect to absentee ballots, voting at home may be far more
practical for a disabled voter than traveling to an inacces-
sible polling place during a limited time period on election
day, but voting at home takes place without any supervi-
sion by neutral polling officials and may render a disabled
voter completely dependent on a caregiver whose prefer-
ences differ from his or hers.

Absentee voting is already a prevalent practice among el-
derly voters. One national study found that absentee vot-
ing rates among voters older than 65 years were more than
twice as high as absentee voting rates among voters be-
tween ages 25 and 64 years.?* Moreover, absentee voting rates
are rising as states liberalize voters’ opportunities to cast ab-
sentee ballots (eg, California) or permit voting by mail for
all state elections (eg, Oregon). Data from a recent election
in Los Angeles found that while only 8% of 26- to 35-year-
old voters requested absentee ballots, 25% of those older than
51 years requested them.? '

Absentee voting is a significant source of alleged fraud in
the electoral process; for example, absentee ballots account
for 60% of all vote fraud allegations in Chicago and were the
source of substantial fraud allegations in recent UK elec-
tions.?**” A major technique of absentee ballot-based fraud
involves third parties casting ballots in the names of indi-
viduals who remain on the registration rolls but who, for what-
ever reason, do not seek to vote themselves. Thus, the pres-
ence of names of individuals whose progressive mental
deterioration has left them unable to vote can provide a pool
of potentially usable votes for third parties to exploit. Fur-
ther study is needed to determine whether there are ways of
reducing the risk of fraud or coercion while fully protecting
the voting rights of disabled but capable individuals.

In the absence of such studies, it is necessary to make pro-
visional judgments about the types of assistance that a per-
son can legitimately provide to a cognitively impaired voter.
Neutral presentations of candidates’ party affiliations or other
identifying information can be helpful to voters without in-
fringing on their rights or compromising the integrity of their
ballots in any way. Whether arguments for or against candi-
dates can be presented to votersby persons assisting them with-
out biasing their choices is less certain. Official voter pam-
phlets, with approved candidate or ballot proposition
statements, may provide an especially appropriate form of in-
formation. In any case, however, persons assisting cogni-
tively impaired voters should not be injecting their own pref-
erences into their interactions with voters, such as by suggesting
how the ballot should be cast. Current voting assistance pro-

visions, for example, forbid assistance by a voter's employer

or union representative precisely because of a fear that those
relationships may create a greater risk of undue influence than
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would assistance by a person more responsive to the voter’s
own preferences. We think that concerns about undue influ-
ence are not substantial enough to justify a rule precluding
caregivers from providing assistance, but persons who assist
voters should be given specific guidance by election officials
regarding what is permissible and what is not. :

Persons providing assistance should also be aware of the
threshold of competence. A requirement that only voting
officials can make judgments regarding incompetence to vote
would be impractical. Family caregivers and long-term care
staff inevitably serve a screening role. Difficult cases are most
likely to arise when they are making an effort to facilitate
voting by elderly citizens who have not independently ex-
pressed an interest in voting. To address such cases, per-
sons assisting a cognitively impaired person applying for an
absentee ballot or going to a polling place should have ac-
cess to a simple, standardized instrument for assessing ca-
pacity to vote. When they have a significant doubt about
the impaired person’s capacity to vote, they should be en-
couraged to use the instrument. If this assessment reveals
doubt about competence to vote, it is probably appropriate
to regard the impaired person as incompetent to vote, at least
until a more authoritative determination is available.

We emphasize that election officials should provide this
kind of guidance in written instructions available to care-
givers and staff of long-term care facilities. In addition, a
mechanism to obtain direct assistance from election per-
sonnel may be helpful in cases in which there is uncer-
tainty about a person’s capacity to vote.

Ballots should be made as accessible as possible for all vot-
ers, including persons whose cognitive impairments and con-
comitant deficits can lead to misunderstanding of informa-
tion. One of the complaints about the “butterfly ballot” used
in Florida’s Palm Beach County in 2000 was that the ballot
was confusing and caused people to make mistakes, casting
their votes for a candidate other than the one they in-
tended.? The format of the ballot and its mechanism for cast-
ing a vote should minimize as much as possible complex vi-
sual-spatial representation. In addition, the type size for printed
materials should be reasonably large and the ballot should
clearly state how persons unable to read the ballot can ob-
tain a more readable ballot. A bill recently introduced in the
Illinois legislature would place photographs of presidential
candidates on all ballots.?® Whatever its overall merit, such a
change might be particularly useful for persons with mild to
severe Alzheimer disease, who are better able to recognize
pictures of the candidates in the US presidential election than
to identify the candidates based on free recall.?' The effec-
tiveness of ballot design changes in decreasing confusion and
mistaken voting should be evaluated.

Developing Workable Policies for Voting

in Long-term Care Facilities

Persons with dementia typically need assistance in perform-
ing activities of daily living and may require 24-hour su-
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pervision. In many cases, this care is provided in a long-
term care residential setting, such as a nursing home or an
assisted-living facility.

Nursing homes and, to a lesser extent, assisted-living fa-
cilities concentrate groups of individuals who have cogni-
tive impairment.’*?! They do this within an institutional cul-
ture where staff often have a significant degree of authority
over the residents’ decisions about matters as disparate as
taking meals and voting.*? Hence, these settings magnify all
of the aforementioned problems. Unwarranted assump-
tions about lack of capacity to vote and the failure to pro-
vide appropriate assistance may deny capable and willing
residents a meaningful opportunity to vote. At the same time,
efforts to facilitate voting can also increase the risk of “in-
competent” voting and fraud. In close elections, these prob-
lems could affect the outcome.

Inappropriate voting has been documented in long-term
care seitings. Most of the known cases focus on immproper
registration for or casting of absentee ballots.>* Although fed-
eral nursing home regulations require facilities to respect
residents’ rights, the regulations do not provide any guid-
ance on the steps needed to implement the right to vote.>*
Some states or counties have issued guidelines for voting
in long-term care facilities. Our preliminary survey of 17
state boards of elections found that 10 have guidelines for
voting in long-term care.

The content of these guidelines varies. Some guidelines
require election officials to engage in outreach only if a fa-
cility meets a threshold number of residents or absentee vot-
ers, while others require election officials to supervise vot-
ing in all cases. Some guidelines give most of the
responsibility to facility staff, acting with minimal supervi-
sion by election officials, while others confer extensive re-
sponsibilities on election officials for all aspects of registra-
tion and voting.

Although we favor uniform guidelines for voting in long-
term care, little information is currently available concern-
ing the effectiveness of existing guidelines in promoting
participation and limiting fraud. A recent study comparing
long-term care voting practices in 2 Maryland counties, 1 with
guidelines and 1 without them, suggests that guidelines in-
volving election officials may improve registration and voter
turnout,* but recommending specific guidelines would be
premature in the absence of a better understanding of how
voting actually occurs in long-term care settings.

Uniform policies and practices to govern voting in long-
term care need to take into account that staff already face
many other tasks as well as the propriety of assigning them
asubstantialrole in the electoral process. One possibility is
to assign responsibility to election officials for notifying long-
term care staff of the deadlines for registration and absen-
tee ballot applications, delivering absentee ballots and poll-
ing booths to a facility, resolving questions of voting capacity,
and conducting voting at the facility. This approach may
provide the greatest assurance that all capable residents who

©2004 American Medical Association. All rights reserved.

VOTING BY PERSONS WITH DEMENTIA

want to vote have the opportunity to vote, while at the same
time placing the burden on election officials to detect vot-
ers who lack the requisite capacity. By increasing oversight
of the process, it may also reduce opportunities for fraud.

Conclusion

The ethical, legal, and social challenges posed by voting by
persons with dementia warrant concurrent steps in 3 areas.
First, state laws should be changed to conform to modern
constitutonal principles and to incorporate the test for com-
petence to vote enunciated in Doe v Rowe. Voting officials
should take the necessary steps to educate the public re-
garding the applicable law, to provide guidance regarding
assessment of capacity to vote, and to utilize a standard-
ized instrument that is brief and simple to administer and
score. Second, observational studies and surveys of poten-
tial voters and their caretakers are needed to.inform the de-
velopment of rules for assisting voters who have dementia
and other cognitive impairments. Some forms of assistance
and redesign of ballots may be especially helpful to cogni-
tively impaired voters, and, conversely, some techniques may
be ineffective or especially prone to abuse. Finally, while
uniform policies are needed for voting in long-term care,
these policies should be informed by observational and sur-
vey studies that identify current problems and suggest where
protections for and assistance to residents are most needed.
Policies that are developed should be monitored and re-
fined based on evidence of effectiveness.
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