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ETHICAL CHALLENGES RELATED TO CAPACITY, 
COMPETENCE AND AUTONOMY IN INDIVIDUALS WITH 

DEMENTIA 

Valeska Delineau1, Ivone Duarte2, Ana Rita Ferreira3, Lia Fernandes4

Abstract: Dementia is a syndrome characterised by the development of multiple cognitive deficits and behavioural changes 
that significantly interfere with various aspects of life. 
The study aims to discuss capacity, competence and autonomy in individuals with dementia, and some ethical challenges 
related to these concepts, such as healthcare decision-making capacity, financial capacity, driving and voting. Secondarily, we 
aim to discuss a new ethical issue emerging from using artificial intelligence and machine learning to improve autonomy in 
individuals with dementia. Furthermore, we will discuss the ethical importance of obtaining informed consent for healthcare 
decision-making and Advance Care Planning in dementia patients.
This study provides a comprehensive overview of the complex issues related to autonomy and competence in individuals 
with dementia, highlighting the importance of striking a balance between upholding individual rights and protecting the 
well-being of those affected by the disease. In conclusion, the study emphasizes the importance of Advance Care Planning 
in helping patients, families, caregivers, and healthcare professionals address ethical issues related to autonomy, capacity, and 
competence in dementia care.
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Desafíos éticos relacionados con la capacidad, la competencia y la autonomía en individuos con demencia

Resumen: La demencia es un síndrome caracterizado por el desarrollo de múltiples déficits cognitivos y cambios conductuales 
que interfieren significativamente con varios aspectos de la vida.
El estudio tiene como objetivo analizar la capacidad, la competencia y la autonomía en individuos con demencia, así como 
algunos desafíos éticos relacionados con estos conceptos, tales como la capacidad para tomar decisiones en salud, la gestión 
financiera, la conducción de vehículos y el derecho al voto. Secundariamente, buscamos abordar una nueva cuestión ética 
emergente del uso de la inteligencia artificial y el aprendizaje automático (machine learning) para mejorar la autonomía en 
personas con demencia. Además, discutimos la importancia ética de obtener el consentimiento informado para la toma de 
decisiones en salud y para la planificación anticipada de cuidados en pacientes con demencia.
Este estudio ofrece una visión integral de las complejas cuestiones relacionadas con la autonomía y la competencia en indi-
viduos con demencia, destacando la importancia de equilibrar el respeto por los derechos individuales con la protección del 
bienestar de las personas afectadas por esta enfermedad. En conclusión, subraya la relevancia de la planificación anticipada de 
cuidados para ayudar a pacientes, familias, cuidadores y profesionales de la salud a abordar cuestiones éticas relacionadas con 
la autonomía, la capacidad y la competencia en el cuidado de la demencia.
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Desafios éticos relacionados com a capacidade, a competência e a autonomia em indivíduos com demência

Resumo: A demência é uma síndrome caracterizada pelo desenvolvimento de múltiplos défices cognitivos e alterações com-
portamentais que interferem significativamente com vários aspetos da vida.
O estudo tem como objetivo discutir a capacidade, a competência e a autonomia em indivíduos com demência, bem como 
alguns desafios éticos relacionados com estes conceitos, tais como a capacidade para tomar decisões em saúde, a gestão finan-
ceira, a condução de veículos e o direito ao voto. Secundariamente, propomo-nos abordar uma nova questão ética emergente 
do uso da inteligência artificial e do aprendizado automático (machine learning) na melhoria da autonomia em pessoas com 
demência. Além disso, discutiremos a importância ética de obter o consentimento informado para a tomada de decisões em 
saúde e para o planeamento antecipado de cuidados em pacientes com demência.
Este estudo apresenta uma visão abrangente das questões complexas relacionadas com a autonomia e a competência em 
indivíduos com demência, sublinhando a importância de equilibrar o respeito pelos direitos individuais com a proteção do 
bem-estar das pessoas afetadas pela doença. Em conclusão, o estudo enfatiza a relevância do planeamento antecipado de 
cuidados para ajudar pacientes, famílias, cuidadores e profissionais de saúde a enfrentarem questões éticas relacionadas com 
a autonomia, capacidade e competência no cuidado à demência.

Palavras-chave: autonomía, capacidade, competencia, inteligência artificial, tomada de decisão, demência
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Introduction

Autonomy, capacity and competence

The word ‘autonomy’ derived from the Greek 
words autos (‘self ’) and nomos (‘rule’, ‘governance’ 
or ‘law’), originally referred to the self-rule or self-
governance of independent city-states(1). It was 
exclusively applied in a political context. Some 
centuries later, autonomy was described by Jean-
Jacques Rousseau, who defined autonomy as more 
than a mere lack of coercion from external influ-
ences (2).

After Rousseau, Kant discussed autonomy in terms 
of man’s moral character(3). In this way, autonomy 
does not consist solely of independence in the face 
of sensitive inclinations but equally in the ability 
to act by a moral law without the mediation of cat-
egorical and insensate hopes, considering the limits 
of reason(4). Kant conceived autonomy with two 
presumptions: firstly, morality is discerned from 
within oneself; and secondly, moral imperatives 
can be deduced from an a priori moral law, the cat-
egorical imperative, which tells us to act in a way 
that could be a universal rule(5,6).

Raanan Gillon defined autonomy (literally, self-
rule) as the capacity to think, decide and act based 
on one’s thoughts and to decide freely and inde-
pendently without any hindrance(7). He conclud-
ed that autonomy is a subclass of freedom or lib-
erty. However, not all forms of freedom or liberty 
can be considered autonomous. In this sense, the 
author explained that autonomy is necessary for 
human beings to maintain their full quality of life 
and, in a certain sense, their complete freedom(7).

Gillon describes three types of autonomy: a) au-
tonomy of thought, b) autonomy of will and c) au-
tonomy of action. Autonomy of thought encom-
passes a wide range of intellectual activities that 
are referred to as ‘thinking for oneself ’, including 
decision-making, forming beliefs, expressing pref-
erences and making moral assessments. Autonomy 
of will, or autonomy of intention, is the freedom 
to decide to do things based on one’s deliberation. 
Autonomy of action is the physical ability to act(7).

Beauchamp and Childress analysed autonomous 
action in terms of three conditions: intentionality, 

understanding and non-control. Intentional ac-
tions require plans in the form of representations 
of the series of events proposed for the execution 
of an action with intentionality. An action is not 
autonomous if the actor does not adequately un-
derstand it (understanding), and the person must 
be free of any controls exerted either by external 
sources or by internal states that rob the person of 
self-directedness (non-control)(1).

Autonomy diverges from the principle of respect 
for autonomy. Beauchamps and Childress high-
light that the principle of respect for autonomy 
encompasses both negative and positive obliga-
tions. As a negative obligation, it requires that au-
tonomous actions not be subjected to controlling 
constraints by others. As a positive obligation, the 
principle emphasizes respectful treatment in dis-
closing information and actions that foster autono-
mous decision-making (1,8).

If autonomy is a relevant philosophical concept, 
capacity is essentially a practical concept. Hedge 
and Ellajosyula define capacity as a person’s abil-
ity to make a particular decision at a specific time 
or in a certain situation(9). In a clinical context, 
capacity refers to a set of cognitive functions such 
as memory, judgement and decision-making re-
quired to manage one’s affairs and perform every-
day tasks (10). 

Moye and Marson argue that eight major capacity 
domains are relevant to older persons: a) consent to 
medical treatment, b) independent living, c) finan-
cial capacity, d) consent to research participation, 
e) testamentary capacity, f ) voting, g) sexual con-
sent and h) driving. In each of these domains, there 
are specific issues in which a person’s incapacity in 
one domain may not affect another domain(11). 
In other words, capacity evaluates a specific act at 
a given time(9).

In practical scenarios, healthcare professionals of-
ten engage in discussions about a patient’s capacity. 
They assess whether cognitive impairment affects 
the ability to effectively make decisions, especially 
in the domains of consent to clinical treatment, 
independent living and financial capacity(12). Ad-
ditionally, they evaluate capacity to determine if 
an individual has the competence to handle these 
tasks.
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Regarding competency, Fellows states, ‘If capacity 
can be explained as a pragmatic concept, referring 
broadly to the ability to consent, competency is a 
legal term’(13), and Marson concluded that com-
petency concerns an individual’s legal capacity to 
make certain decisions and to perform certain 
acts(14). Moreover, there is a presumption that 
adults can exercise choices and make decisions for 
themselves until proven otherwise(14).

Once the capacity of an individual has been as-
sessed, it is possible to evaluate whether they pos-
sess competency. However, in practice, both fac-
tors are evaluated together, and some experts con-
sider them to be the same concept(15). As stated 
by Beauchamp, competence is the ability to per-
form a task(1). The author justifies this position 
by noting that when clinicians judge that patients 
lack decision-making capacity, the practical effects 
of these judgments may not differ from those of a 
legal determination of competence(1,15).

Although there is a connection between capac-
ity and competence, clinical practice assessments 
and legal evaluations do not always share the same 
objectives. Therefore, it is essential to differentiate 
between these terms, and in this article, capacity 
and competence will not be used synonymously.

Determining competence is important in clini-
cal settings, particularly concerning the informed 
consent (IC) form, which assesses the patient’s 
ability to make decisions. Informed consent is the 
process in which a healthcare provider educates a 
patient about the risks, benefits, and alternatives 
of a given procedure or intervention(16). For 
consent to be legally valid, the patient must be 
fully informed and capable of understanding the 
information, make a voluntary choice and have 
decision-making capacity(17), namely the com-
petence to sign or declare their will in the IC.

In the field of bioethics, autonomy, capacity and 
competence are upheld. There are two important 
documents, namely The Universal Declaration 
on Bioethics and Human Rights(18) and The 
Convention for the Protection of Human Rights 
and Dignity of the Human Being about the Ap-
plication of Biology and Medicine: Convention 
on Human Rights and Biomedicine(19), which 
emphasise the need to protect the interests of in-

dividuals who may be incapable of making their 
own decisions.

In accordance with Article 7 of The Universal 
Declaration on Bioethics and Human Rights(18), 
domestic laws must provide special protection to 
individuals who lack the capacity to consent. This 
includes obtaining authorisation for research and 
medical practice in the best interest of the indi-
vidual and according to domestic law. However, 
the person concerned should be actively involved 
in the decision-making process regarding giving 
or withdrawing consent to the greatest extent pos-
sible.

Similarly, The European Convention on Human 
Rights and Biomedicine (Articles 6 and 17)(19) 
states that if an adult cannot consent to interven-
tion due to mental disability, disease or similar 
reasons, the intervention may only be carried out 
with the authorisation of his/her representative or 
an authority, person or body provided by law.

Dementia

Currently, more than 55 million people worldwide 
are affected by dementia, and it is expected that 
this number will triple by 2050(20–23). More-
over, dementia is a significant burden for both 
individuals and society. Recent studies analysing 
data from 17 European countries estimated that 
the average dementia care costs for all patients var-
ied by region. The costs were highest in the Brit-
ish Isles (73,712 EUR), followed by the Nordics 
(43,767 EUR), Southern (35,866 EUR), Western 
(38,249 EUR) and Eastern Europe and the Baltics 
(7,938 EUR)(24). Due to its high prevalence, ex-
pensive costs and complex care requirements, de-
mentia presents a significant challenge for public 
health systems worldwide.

Dementia, or major neurocognitive disorder, is 
characterised by a significant decline in one or 
more cognitive domains from one’s previous level 
of ability, that interferes with everyday function-
ing(25). Dementia should be considered a syn-
drome with multiple possible causes rather than a 
specific disease itself(22). 

Dementia is a progressive disease that impacts an 
individual’s ability to perform tasks as time goes 
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on. While those in the early stages of the disease 
can typically manage most tasks, the later stages 
can lead to a loss of autonomy, capacity, and com-
petence, making individuals more dependent(22). 
As the disease progresses, ethical debates arise 
around the capacity and competence to perform 
tasks such as healthcare decision-making, financial 
capacity, driving, and voting.

There are several causes of dementia. Alzheimer’s 
disease is the most common cause of dementia, 
accounting for an estimated 60–80% of cases(27). 
Other common causes include vascular dementia, 
Lewy body disease, frontotemporal dementia and 
mixed dementia(26,27). Each type of dementia 
has different symptoms and progressions, which 
can affect certain abilities more than others.

Dementia imposes emotional and physical bur-
dens on caregivers and families involved in patient 
care(28,29). The burden increases over time, and 
the clinical characteristics of patients (including 
neuropsychiatric symptoms, patient dependence 
and functional decline), level of services and care-
giver gender appear to be the best predictors of 
this burden(28–31). Healthcare professionals, 
caregivers, and families are seeking alternatives to 
reduce costs and burdens associated with caring 
for people with dementia while improving their 
autonomy. 

Artificial intelligence (AI) and machine learning 
(ML) are now offering automated solutions to en-
hance autonomy for individuals with dementia. 
AI and ML have the potential to improve the lives 
of individuals with dementia in several ways. This 
includes cognitive screening and training, diag-
nosing and predicting dementia, as well as provid-
ing care and interventions for dementia(32–34). 
The use of AI and ML in the context of dementia 
is directly related to increasing patients’ indepen-
dence and autonomy and improving the quality of 
life for patients, their families, and caregivers(35). 
However, these news tools raise ethical and legal 
concerns that need to be addressed.

The purpose of this article is to discuss capacity, 
competence and autonomy in individuals with 
dementia, and some ethical challenges related to 
these concepts, such as healthcare decision-mak-
ing capacity, financial capacity, driving and vot-

ing. Secondarily, we aim to discuss a new ethical 
issue emerging from using artificial intelligence 
and machine learning to improve autonomy in in-
dividuals with dementia. Furthermore, we discuss 
the bioethical relevance of informed consent (IC) 
and advance care planning (ACP) in dementia dis-
ease.

Ethical issues in dementia

1. Healthcare decision-making capacity

Decision-making capacity is at the core of ethical 
issues in dementia, involving autonomy, capacity 
and competence. It is impossible to conceive an 
autonomous person without some level of deci-
sion-making capacity. Decision-making covers a 
wide range of areas, but for this article, we will fo-
cus on healthcare decision-making capacity. This 
capacity does not differ from the general ability 
to make decisions but is rather encompassed by it.

The most critical instrument in healthcare deci-
sion-making is the inform consent (IC) form for 
medical treatment. It is an ethical and legal ob-
ligation for patients to be capable of providing 
consent. Therefore, a valid IC must be given by 
someone who can make decisions.

Appelbaum and Grisso describe the general com-
petence criteria for making IC(36): a) the ability 
to communicate choices; b) the ability to under-
stand information about treatment decisions; c) 
the ability to appreciate the situation and the con-
sequences; and d) the ability to use logical pro-
cesses to compare the benefits and risks of various 
treatment options(36). All these criteria must be 
met by individuals with dementia.

2. Financial capacity

The capacity for financial decision-making can be 
defined as ‘the capacity to manage money and fi-
nancial assets in ways that meet a person’s needs 
and align with their values and self-interest’(37). 
Financial decision-making capacity is a critical 
skill for maintaining an independent life, and it is 
linked with capacity, autonomy and competence. 

If healthcare decision-making capacity is per-
haps the main concern of healthcare profession-
als, financial capacity is a significant concern for 
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dementia patients and their families. In addition 
to issues related to obtaining IC, individuals may 
face difficulties in financial management since the 
onset of the disease, leading to potential financial 
losses that may go unnoticed even by close family 
members(11,38). 

Once identified, the reduction in financial capac-
ity significantly impacts patients’ lives(38-40). 
Difficulties with shopping, managing money, 
paying bills, and other daily financial tasks di-
minish the patient’s autonomy, forcing families to 
limit the patient’s competence to prevent financial 
losses(37-40). Reduced financial capacity not only 
decreases the patient’s autonomy but also progres-
sively impairs their competence.

Families are mainly concerned with avoiding fi-
nancial losses, but healthcare professionals also 
need to be vigilant about potential exploitation 
and abuse by family members or others(37,38). 
To prevent these issues, healthcare professionals 
should prompt patients to engage in advance care 
planning and make decisions about proxies in the 
early stages of the disease when they are able to 
do so(37,38). Additionally, they should involve 
public agencies and social support organizations 
to assist and care for these patients(41).

The advancement of specific technological tools, 
such as artificial intelligence, can help patients 
with dementia improve their financial capac-
ity and independence(42). Tools are being de-
veloped, such as virtual financial assistants, that 
manage payment systems and shopping, prevent 
losses, and enhance patient autonomy. The use of 
the Internet of Things (IoT) and mobile comput-
ing to address issues related to impaired financial 
capacity is a good example. Monitoring financial 
transactions, gathering real-time biometric data, 
and sending alerts to professionals or caregivers 
are just a few of the ways that the IoT can be used 
to support the well-being of individuals with de-
mentia(43).

3. Driving

Driving is associated with an independent life, 
enabling daily problem-solving and social interac-
tion through mobility. For many older individu-
als, ceasing to drive can result in a loss of autono-

my. However, the inability to drive can also pose 
significant risks for both the driver and others on 
the road. While older individuals with normal 
cognitive functions may experience some difficul-
ties, the discussion becomes more complex when 
it comes to those with dementia(44–46).

Driving ability spans multiple cognitive domains, 
requiring visuospatial skills, executive function, 
memory, attention and motor skills(47). The as-
sessment of cognitive, physical, and psychological 
factors is crucial for evaluating driving capacity 
and determining who is fit to drive and who may 
not be(48).

There is an important intersection between capac-
ity and competence in driving. In most countries’ 
legislation, physicians have the authority to deter-
mine who is fit to drive. Once visual, hearing and 
attention problems are identified, professionals 
must inform the competent authority to revoke 
the driving licence(46,49,50).

In this case, the challenge is not the patients’ as-
sessment of driving ability but the opportunity to 
evaluate cognitive impairment in patients earlier. 
Sometimes, in the early stages of dementia, it is 
not possible to evaluate patients before a burden-
some event occurs. A driving crash can highlight 
cognitive problems, serving as an opportunity to 
make a dementia (51).

4. Voting

Although voting may not be a critical issue for 
families of dementia patients, the possibility of 
voting is a significant milestone of citizenship. The 
vote is a universal right for most countries, and 
even if it is not directly related to autonomy or 
capacity, it is an important landmark of full com-
petence.

To assess voting ability, most studies demonstrate 
a strong correlation between dementia sever-
ity and the capacity to vote(52–54). The studies 
clarify that in severe dementia, the capacity to 
vote is compromised, while in most cases of mild 
dementia, it is preserved. In moderate dementia, 
an individual evaluation is necessary because the 
response is not clear.
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The specificity of the ability to vote is that if de-
mentia patients do not undergo a legal procedure 
to reduce their competence, even patients who 
lack the capacity for decision-making can still 
vote, as it is impossible to prevent them from do-
ing so. 

Karlawish et al., analyzing the American elec-
tion system, identified three critical issues related 
to voting for people with dementia: the need to 
develop a method to assess the capacity to vote, 
identify appropriate types of assistance for indi-
viduals with cognitive impairment to vote, and 
create consistent policies for voting in long-term 
care settings(55). These issues could also be con-
sidered by other countries.

The assessment of voting ability in individuals 
with dementia should adhere to the same general 
competence criteria required for giving informed 
consent: understanding, choice, reasoning, and 
appreciation. Appelbaum et al. developed a spe-
cific assessment tool for voting, evaluating if the 
person can understand the nature and the effect 
of voting, can make a choice, can engage in com-
parative reasoning, and is aware of the potential 
consequences and appreciation(56). 

The issue of voting competence for individuals 
with dementia requires specific legislation to de-
termine if they are capable of voting and how to 
support them if they are able to do so. This com-
plex topic involves patients, families, caregivers, 
healthcare professionals, and public health policy.

5. Artificial intelligence to improve autonomy in 
individuals with dementia

Artificial Intelligence (AI) is a term coined in 1956 
that refers to the ability of computers to mimic in-
telligent human behaviour with minimal human 
intervention(57). It is a vast field of computer 
science that involves creating machines, systems 
or software that can perform tasks that typically 
require human intelligence. One of the subfields 
of AI is machine learning (ML), which focuses 
on developing algorithms and statistical models. 
These algorithms and models enable computers 
to improve their performance on a specific task 
through data analysis without requiring explicit 
programming(34,57).

AI and ML can improve individuals’ autonomy, 
such as through the use of AI robots that can assist 
individuals with dementia in daily tasks and with 
sensors around the house that can intelligently 
monitor a person’s behaviour(58). ML algorithms 
have been successfully employed to automatically 
discriminate Alzheimer´s disease (AD) from vas-
cular dementia (VD), reaching a classification ac-
curacy greater than 84%(59).

The topic is new and not fully discussed in the 
literature. For instance, there is an ethical debate 
surrounding AI devices that monitor and record 
individuals with dementia in their private lives 
and using care robots can create conflicts with eth-
ical principles. The authors emphasize the tension 
between older adults’ autonomy and privacy(60). 
Older adults and caregivers may not be aware that 
robots are recording them and that these record-
ings may be shared with others. While these devic-
es can enhance autonomy, prevent dangerous situ-
ations, and promote human welfare, it is unclear 
whether they adhere to ethical principles(60-62).

The literature highlights several ethical principles 
and values associated with AI and ML in patient 
interactions that should be respected to ensure 
ethical practices. Among these, the principle of 
non-maleficence (prevention of harm) is the most 
explored. Other prevalent principles include self-
determination, promoting human welfare, and 
privacy(60–62).

Non-maleficence is the ethical principle of “no 
harm.” AI systems should be designed and devel-
oped not to undermine or harm people(61).

The self-determination principle refers to the right 
of individuals to make their own choices and de-
cisions. This principle emphasizes autonomy and 
personal freedom, allowing people to control their 
own lives and make decisions that affect them 
without undue influence or coercion(63,64). 
Remmers points out that the reduction of inde-
pendence does not automatically result in an in-
capacity of self-determination(63). According to 
this author, the longest possible preservation of 
self-determination is the main normative back-
ground legitimising the usage of assistive technol-
ogies in the home(63).
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Promoting human welfare involves actions and 
policies to improve individuals’ and communities’ 
well-being and quality of life. Welfare technolo-
gies is supposed to give better and more focused 
care, reduced risk and increased safety, increased 
coping and self-determination, make it possible 
to stay at home longer, avoid harm (from falling, 
fire, robbery), make more just resource allocation, 
and to promote technology development, com-
mercialization and growth(63-65).

Privacy is the right of individuals to keep their 
personal information and activities from being 
disclosed or accessed without their consent. It pro-
vides protection by maintaining confidentiality 
and respecting sensitive information. This is cru-
cial, especially in contexts like healthcare, where 
patient data must be safeguarded. Various types 
of Intelligent Assistive Technology could be used 
to access private and sensitive user-related infor-
mation. Therefore, privacy and security breaches 
should be anticipated and prevented by techno-
logical developers(63-66).

Discussion

How to address ethical issues related to dementia

Understanding the concepts of autonomy, capac-
ity and competence, along with their ethical and 
legal implications, is challenging for clinicians, in-
dividuals living with dementia and their families. 
It is important to know how to cope with practical 
situations in daily life and nowadays in emerging 
fields of technology.

Due to the range of issues involved, some basic 
principles must be applied before an intervention 
or restriction to support someone in making their 
own decisions. They are as follows, a person: a) is 
presumed to have capacity; b) shall not be treated 
as unable to decide unless all practicable steps have 
been taken to help him or her do so; c) shall not 
be regarded incapable of making a decision merely 
by making an unwise decision; and d) shall not 
intervene unless it is necessary, considering the in-
dividual circumstances of relevant person(67).

The principles mentioned above are universal. 
They are suitable for all cases of capacity restric-
tion, including all types of dementia diagnoses.

Adults are presumed capable of making their 
own decisions, and any limitations to their capac-
ity or autonomy should be viewed as an excep-
tion(67,68). In cases where a person is deemed 
incapable of making decisions, it is important that 
the decision-making process still protects their 
best interests and does not cause them harm. To 
determine whether a person is incapable of mak-
ing decisions, all necessary steps must be taken 
to evaluate both the individual and the situa-
tion(67,69).

The investigation of whether individuals have the 
capacity and competence to provide IC, manage 
their finances, drive, vote or make decisions about 
using AI tools or participating in ML programs in 
the context of dementia follows a similar pattern. 
Nonetheless, there is no one-size-fits-all answer to 
all these questions.

Different tasks require different capacities to com-
plete. There is a distinction between driving a car 
and voting in an election. While an individual 
may be capable of voting, driving a car safely is a 
much more complex task. We must evaluate the 
consequences of reduced capacity in these two 
tasks to ensure the best outcome for individuals 
without harming third parties.

Neurodegenerative diseases, such as dementia, 
present challenges for early diagnosis(67). Fami-
lies may confuse initial symptoms with typical 
signs of aging, leading to increased patient moni-
toring without a proper diagnosis. Unfortunately, 
this delay can cause individuals living with de-
mentia to lose their independence and autonomy 
before receiving the necessary assessment and 
treatment, making it challenging to address ethi-
cal issues(67-70).

As dementia progresses, an individual’s ability 
to make decisions will decline, especially in the 
advanced stages. However, it can be challenging 
to determine if the disease has affected decision-
making capacity during the early stages, which 
may occur before an official diagnosis. This ethical 
dilemma raises the question: Can the patient still 
provide informed consent or advanced directives?

To address concerns about capacity, competence 
and autonomy in dementia, three clinical inter-
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ventions can be implemented. First, an early and 
comprehensive neurocognitive and psychiatric as-
sessment of the patient must be conducted. Sec-
ond, ensure effective communication and collabo-
ration among patients, families and healthcare 
professionals. Healthcare professionals should 
provide information and support to patients and 
their families regarding clinical and ethical issues. 
Finally, encourage patients, families and health-
care professionals to collaborate in establishing an 
early advance care plan(70-73).

Nowadays, there are an increasing number of ade-
quate instruments available to assess the healthcare 
decision-making capacity of older people(74-76). 
They can evaluate their capacity to make health-
care decisions, participate in research and engage 
in everyday decision-making.

Combining neuropsychological assessments and 
imaging exams with the analysis of dementia bio-
markers can enhance the evaluation of a patient’s 
cognitive functions and autonomy(76-78). The 
autonomy assessment should be comprehensive, 
incorporating neurocognitive, neuropsychiatric, 
clinical, and physical evaluations(74-79). This ap-
proach ensures that they receive the appropriate 
care and assistance through an accurate evaluation 
of their capacity and competence.

After a thorough assessment, it is possible to im-
plement an intervention focused on reducing dis-
abilities and improving autonomy(22,35,79,80). 
Incapacities not directly connected with de-
mentia, such as hearing loss and visual deficits 
can be addressed through appropriate interven-
tions(81-84). This can lead to improved cognitive 
assessment and accurate staging of dementia(83). 
Furthermore, pharmacological or non-pharmaco-
logical interventions designed to treat or mitigate 
the behavioral and psychological symptoms of de-
mentia have the potential to significantly enhance 
patient autonomy(85). Continuous assessment is 
essential to monitor patient progress and adapt 
care throughout the progression of the disease(84). 

Artificial intelligence (AI) and machine learning 
(ML) can play a crucial role in this intervention. 
They can provide cognitive training for demen-
tia patients, as well as training apps for caregivers 
and family members of dementia patients to assist 

them in providing care(34,35,57). Additionally, 
socially interactive robots can facilitate daily en-
gagement for those in the early stages of demen-
tia(57,66,81). In the following years, it is expected 
that a multitude of digital devices will further en-
hance the care of dementia patients.

The interaction between healthcare professionals, 
dementia patients and their families and caregivers 
is fundamental. During the progression of demen-
tia, patient care becomes increasingly difficult, 
expensive and burdensome for families and care-
givers. Insufficient information about the clinical 
situation, treatments and their consequences has-
ten the progression of the disease. Discussing ethi-
cal issues with families and caregivers is important 
to inform and support them.

While the interventions mentioned above can 
help support autonomy, the most effective ap-
proach to preserving patients’ decision-making 
abilities—and a degree of their autonomy—is to 
encourage advance care planning (ACP) as soon 
as a diagnosis of dementia is established and while 
patients are competent(72).

ACP is a process that typically involves several vol-
untary discussions between an individual and any 
healthcare professional who is familiar with them. 
Aspects of ACP may include(86): a) discussing 
the individual’s understanding of their illness or 
prognosis; b) exploring the options available to 
them; c) identifying their wishes, preferences, pri-
orities and concerns; d) refusing specific treatment 
if they wish to; e) advocating for someone who 
is unable to speak for themselves; f ) appointing 
someone to make healthcare decisions for them 
using a Lasting Power of Attorney; and g) help-
ing individuals communicate their preferences for 
future care. ACP after a dementia diagnosis must 
be based on patients’ desires, values and technical 
care issues(71). It includes financial decisions, ap-
pointing a durable power of attorney, creating a 
will, making treatment and clinical intervention 
decisions, and, when not prohibited by law, decid-
ing on suicide assistance(71).

ACP can help address the bioethical concerns that 
arise when using AI and ML to care for individu-
als with dementia. This approach can identify the 
preferences and limitations of these individuals 
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regarding their future care. However, in this case, 
besides ACP, it is crucial to establish laws and bio-
ethical guidelines to regulate the use and the limits 
of these new technologies and approaches.

The first European countries to implement ACP 
were the United Kingdom (UK), the Nether-
lands, Belgium, and Germany. In the UK, this 
implementation was gradually designed, starting 
in the 1980s. Its main directive was The Mental 
Capacity Act of 2005(87,88). Currently, 15 of 
the 28 European Union countries have estab-
lished specific rules on advance directives, making 
them legally binding in 86% of cases if they are 
in writing. Only seven countries require a formal 
advance directive to be signed before a notary, civil 
officer or witness. Additionally, the designation of 
a patient’s attorney for health matters is regulated 
in 11 countries(89).

In Portugal, Law No. 25/2012 contributes to the 
implementation of appropriate advance care plan-
ning. The law regulates ACP, allowing everyone to 
anticipate making decisions about the end of life 
and appointing a healthcare proxy. It is registered 
in the Portuguese National Health System, where 
the doctors responsible for the patient’s care can 
access their preferences regarding medical treat-
ments and end-of-life interventions.

One of the worst consequences of dementia is 
the burden it places on families and caregivers. 
Advanced directives allow patients to make deci-
sions about their future. Establishing advanced 
directives is the best way to reduce the burden on 
patients, families and caregivers regarding future 
complex and sensitive decisions. This practice 
makes healthcare more efficient and improves the 
quality of life for families and caregivers.

Although ACP focuses on individuals’ well-being, 
families, caregivers and healthcare professionals 
involved in the patients’ care are the most indirect 
beneficiaries.

In the absence of advance directive planning, 
healthcare professionals involved in dementia care 
must balance between two ethical principles: au-
tonomy and protection. Therefore, if the patient’s 
protection against harmful situations is deemed 
more important in certain decisions, autonomy 

must be disregarded. This equilibrated duality is 
essential for preserving the patients’ well-being as 
the disease progresses.

Limitations of these solutions for improving de-
mentia autonomy issues

Although the solutions for simplifying the ethical 
issues related to dementia are not complex, there 
are some challenges in achieving these solutions.

The first challenge is the difficulty of accessing ear-
ly cognitive evaluation. With the increase in life 
expectancy and the growing population of older 
people, many countries are facing an overload of 
public health services, which makes it impossible 
to evaluate patients early.

Another limitation is the difficulty families face in 
accepting or recognising the cognitive problems 
associated with their parents’ or dementia denial 
and stigma. Today, there is a stigma surrounding a 
diagnosis of dementia, leading to the denial of the 
condition(90).

In Portugal, studies have shown reduced access 
to public health services and a strong demen-
tia stigma in the population which hinders early 
dementia intervention(91,92). Other European 
countries, such as Austria, Belgium, Bulgaria, 
Germany, Greece, Ireland, the Netherlands, Ro-
mania and the UK, also encounter challenges in 
healthcare provision for individuals with demen-
tia, especially in terms of healthcare access and in-
formation for patients and their families(93).

 

The prevalence of social inequalities among older 
persons poses a significant challenge in accessing 
vital information and solutions pertaining to ethi-
cal dilemmas in dementia. As a result, we must 
work towards creating a more equitable and ac-
cessible system that ensures everyone has an equal 
opportunity to access the resources they need to 
make informed decisions.

All these challenges in developing and imple-
menting dementia healthcare information and 
solutions stem mainly from the increasing aging 
population, the high cost of dementia care, and 
the lack of priority in healthcare policy for older 
individuals.



44 

Ethical challenges related to capacity, competence and autonomy in individuals with dementia - Valeska Delineau et al.

Conclusions

Despite the different views on autonomy, capac-
ity, competence and the ampleness of ethical is-
sues in dementia care, the topic holds practical 
importance as it pertains to the daily lives of pa-
tients with the disease as well as their families and 
caregivers. The subject must transition from the 
philosophical and theoretical domain to medical 
practice to provide comprehensive care for de-
mentia patients.

Healthcare professionals must be prepared and 
trained not only for clinical issues but also for 
ethical and legal considerations concerning all 
individuals involved in the care of dementia pa-
tients. They must understand the dimensions of 
autonomy, capacity and competence.

Additionally, it is essential that information re-
garding autonomy, capacity and competence be 
transparent and readily available to older individ-
uals, caregivers and families. Similarly, informa-
tion about IC, ACP and other critical directives 
must also be easily accessible.

Advance Care Planning is crucial for alleviating 
the stress and burden on caregivers and the fami-
lies of dementia patients, especially about ethi-
cal concerns. It should be readily available to all 
stakeholders, and public health systems can play a 
key role in enhancing ACP awareness for patients, 
families, and caregivers.

Public health policies targeting older people 
should prioritise improving access to information 
on ethical dilemmas related to dementia. More-
over, these policies should include ethical guide-
lines that address novel situations, such as AI and 
ML. They should also aim to combat the stigma 
associated with dementia, which often leads to a 
late diagnosis.

Society and public healthcare policies should col-
laborate to create a more fair and accessible system 
that provides everyone with equal opportunities 
to access the resources necessary to enhance indi-
viduals’ autonomy and quality of life in dementia, 
support informed decisions advance care plan-
ning, and reduce dementia ethical dilemmas.
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