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Abstract.
Dementia poses important medical and societal challenges, and of all health risks people face in life, dementia is one of
the most feared. Recent research indicates that up to about 40% of all cases of dementia might be preventable. A series
of environmental, social, and medical risk-factors have been identified that should be targeted from midlife onwards when
people are still cognitively healthy. At first glance, this seems not merely advisable, but even imperative. However, these
new developments trigger a series of new ethical questions and concerns which have hardly been addressed to date. Pro-
active ethical reflection, however, is crucial to ensure that the interests and well-being of those affected, ultimately all of us,
are adequately respected. This is the goal of the current contribution. Against the background of a concrete case in primary
dementia prevention, it provides a systematic overview of the current ethical literature and sketches an ethical research agenda.
First, possible benefits of increased well-being must be balanced with the burdens of being engaged in particularly long-term
interventions for which it is unclear whether they will ever pay out on a personal level. Second, while knowledge about
one’s options to maintain brain health might empower people, it might also undermine autonomy, put high social pressure
on people, medicalize healthy adults, and stigmatize those who still develop dementia. Third, while synergistic effects might
occur, the ideals of dementia prevention might also conflict with other health and non-health related values people hold in life.
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INTRODUCTION

Dementia poses a significant societal challenge,
as the number of people affected steadily increases.
According to the current estimates, over 50 million
people are living with dementia worldwide. It is
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expected that this number will increase to 152 million
by 2050. The current annual costs for dementia are
estimated at 1 billion US dollars and these costs are
expected to double in the next 10 years [1]. People
with dementia experience significant suffering and
decline in their daily life functioning and quality of
life [2]. Of all health risks people face in life, dementia
is one of the most feared [3]. Dementia is particularly
feared because of its potential impact on people’s
autonomy, on their mental and cognitive capacities,
and because of personality changes that have been
attributed to it. Because of this double degenera-
tion, affecting physical but also cognitive and mental
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aspects, people’s caregivers experience very signif-
icant burdens and detrimental effects as well [4–6].
In addition to being a personal and familial problem,
dementia poses a significant societal challenge as the
number of people affected steadily increases. Accord-
ing to the current estimates, over 50 million people
are living with dementia worldwide. It is expected
that this number will increase to 152 million by 2050.
The current annual costs for dementia are estimated
at 1 billion US dollars and these costs are expected
to double in the next 10 years [7].

Current research heavily invests to better under-
stand dementia, its underlying brain processes, and
to develop biomarkers and genetic risk factors, with
the ultimate aim to develop means to prevent, slow
down, stop or cure degeneration in affected individ-
uals as well as those considered at-risk [7, 8]. Next
to this biomedical research, recent findings indicate
that up to about 40% of all cases of dementia cases
might be due to modifiable risk factors and hence be
preventable by behavioral change and public health
measures [9, 10]. To that aim, a series of environ-
mental, social, and medical risk-factors that play a
role already during midlife have been identified that
should be targeted from early in life onwards by
corresponding interventions [11]. As a consequence,
research is increasingly shifting towards the preven-
tion of dementia by targeting modifiable risk factors
early in life, when people are still cognitively healthy.
Conceivable measures are public policies aiming
at better childhood education, smoking cessation,
healthy diets, management of depression, diabetes,
hypertension, prevention of hearing-loss, as well as
social and cognitive engagement. These have also
been addressed by the Journal of Alzheimer’s Dis-
ease’s special issue on dementia prevention edited
by the International Research Network on Dementia
Prevention (IRNDP) [12, 13].

Important public and population health gains
appear achievable if universal prevention is suc-
cessful: less people developing the condition and
more people staying autonomous and self-reliant
until old(er) ages and consequently less burden being
put on (informal) caregivers and less expenditure on
health care funding. Against this background, early
dementia prevention by means of lifestyle changes
and medical risk management appears to be not
merely advisable, but even imperative. However,
regardless of the specific interventions invoked, such
preventive measures are likely to have two central
features: 1) they will target large groups of the popu-
lation rather than selected individuals such as patients

or individuals at-risk; and 2) they will aim at relatively
young populations such as people during midlife or
even younger. These new foci trigger a series of
new ethical questions and concerns that may have an
impact on how we design such health initiatives. For
example, what might it mean to the personal identity
of young and healthy people if they are advised to
care about preventing a disease that is still far away
and for which health benefits, if any, will become
visible only decades from now? But also, how will
preventive campaigns targeting dementia relate to
other health campaigns that also focus on lifestyle
and behavior? It is of great importance to identify
ethical questions like these in order to ensure that
the interests and well-being of those affected, ulti-
mately all of us, are adequately respected. Now is the
time to do so, as primary prevention interventions
are upcoming, early pilots are being implemented
and (inter)national roll-outs are on the research and
public health agenda’s (e.g., [14–17]. Profound eth-
ical reflection that accompanies these efforts can
contribute to the further development of upcoming
interventions in ways that are not only scientifically
effective but also desirable from an ethical and social
point of view. However, while biomedical screening
and biomarker-based early diagnosis have immedi-
ately attracted profound ethical attention [18–22],
to date systematic ethical reflection and guidance
regarding this kind of primary dementia prevention
seems to be largely lacking. The current contribution
wants to ignite this debate. To this end, we first present
a recent concrete case of primary dementia preven-
tion in the Netherlands, we then provide a systematic
overview of the current literature and finally sketch
an ethical agenda of primary dementia prevention.

THE CASE

We want to start this discussion by presenting a
case of early dementia prevention covering lifestyle
changes and general medical care. The recent Dutch
public health campaign “We zijn zelf het medi-
cijn” [‘We are the medicine ourselves’] ran from
March 2018 to February 2019 in the Province of
Limburg in the Netherlands and was supported by
an accompanying mobile app called “MijnBrein-
coach” [‘MyBraincoach’] [23]. Although not being
evidence-based—yet—, these practices are innova-
tive examples in the context of upcoming early
dementia prevention.
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The public health campaign was based on the in-
creasing consensus about the public relevance of
dementia prevention, such as the UK Blackfriars
consensus [24], the G8 Dementia Summit of Decem-
ber 11, 2013 [25], and the recommendation of the
Lancet Commission on Dementia Prevention, Inter-
vention and Care to be “ambitious about dementia
prevention” [10]. Recommendations were based on
the well-validated LIBRA (LIfestyle for BRAin
Health)-index [11, 13, 26], which had been developed
previously as part of the European In-MINDD project
[27]. LIBRA consists of twelve modifiable dementia
risk-factors which can be targeted by lifestyle inter-
ventions and prevention strategies in primary care:
physical inactivity, smoking, alcohol use, cognitive
activity, healthy diet, depression, hypertension, obe-
sity, diabetes, hypercholesterolemia, coronary heart
disease, and renal disease. The campaign targeted
people aged 40–75 years and aimed at increasing their
level of awareness on the relationship between the
various lifestyle and medical factors and dementia.
Secondary goals were to increase people’s moti-
vation to change behavior by engaging in relevant
lifestyle changes and seeking effective risk manage-
ment and treatment. The public was targeted with the
notion that lifestyle has an impact on brain health and
dementia through mass media, social media, public
displays of posters and leaflets, public lectures and
newspaper articles and local TV programs. Posters
put questions like “Does learning Spanish dimin-
ish the chance of dementia?”, “Does having a dog
reduce the chance of dementia”, or “Does visiting
a museum diminish the chance of dementia?” These
materials had the intention to grab attention and direct
people to the campaign website, where further infor-
mation about lifestyle factors related to dementia,
local events and a link to the eHealth platform could
be found.

The eHealth platform included the app ‘MijnBrein-
coach’, which was developed to give people insight
into their personal ‘room-for-improvement’ and indi-
vidual target behaviors (based on the LIBRA-index).
Registered users could choose a risk factor to work
on for the next two weeks. They received a daily noti-
fication that contained a different content every day
(e.g., a behavior challenge, fact, tip, quiz-question).
An example of a behavioral challenge could be as
follows: ‘Try to eat fatty fish on two occasions in the
coming week. Do you accept this challenge?’ A tip
for those who do accept the challenge then provides a
recipe for a mackerel salad. The app was downloaded
13,000 times since the start of the campaign.

Already during the development phase, not only
scientific questions arose, but also ethical issues came
to the fore. Concerns about the possible implications
of the campaign slogan were exemplary in this regard.
Given that the campaign aimed at changing individ-
ual behaviors, it was first considered to call it “I am
the medicine myself’. However, this emphasis on
‘I’ could also trigger undue responsibilization and
‘blaming the victim’, as if one is personally respon-
sible for either or not developing dementia. However,
that would be a highly undesirable situation. In this
sense, a recent open letter signed by 67 health pro-
fessionals from the Netherlands [28] explicitly stated
that public health measures on dementia prevention
should not lead to a situation in which people with
dementia get the impression ‘that it was their own
fault’ they contracted the condition. Unfortunately,
until today, it is still rather unclear how one can get
the one (prevention) without risking the other (blam-
ing patients). Considering this danger and aiming at
a reasonable balance, the campaign leaders chose
for the plural terminology in ‘we are the medicine
ourselves’ (emphasis added) in order to stress the
role of social determinants of health operating at the
wider societal and political level, next to individual
risk behavior. That slogan and the campaign material
were also tested within the Alzheimer Centre Lim-
burg’s client panel consisting of various stakeholders
in the domain (including people with dementia and
their caregivers). They unanimously agreed to move
forward with the campaign, using this slogan.

OVERVIEW OF THE ETHICAL
LITERATURE

Obviously, within dementia research and clinical
dementia care, ethical discussions are common. How-
ever, by today ethical discourses seem to focus on
other issues than primary prevention in general pop-
ulations and via lifestyle changes. Prominent issues
concern the clinical care for people with dementia,
particularly when they are severely affected. This
covers questions on how to uphold care that respects
people’s dignity, the problem of mental incapacity
in following up the person’s wishes, but also issues
regarding end-of-life care and euthanasia [29–33].
Ethical discussions have also emerged on the concept
of ‘prodromal dementia’ or ‘asymptomatic demen-
tia’, arguing that genetic and other biomarker-based
screening of cognitively healthy people is ethically
questionable, as is the disclosure of scientific research
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Fig. 1. Review of the ethics of primary prevention of dementia.

findings to participants [18, 20, 34, 35]. Finally, eth-
ical research has targeted people with mild cognitive
impairment (MCI) and early symptoms of demen-
tia. Discussions cover disclosure of early diagnosis,
pointing toward the problem of the medicalization of
typical aging, the current therapeutic gap, the danger
of increasing despair, the possibly widespread off-
label medication usage, the often only moderate to
low predictive value of initial findings, and finally the
delicate balance of the right to know with the wish
not to know [19, 21, 36].

In general, biological and biomarker-based res-
earch and efforts that include individual testing have
rather easily triggered ethical attention. In contrast,
approaches that focus on social, psychological and
personal aspects or that target society at large seem
to be hardly discussed. A scooping review with the
terms ‘prevention’ AND ‘dementia’ AND ‘ethic∗’
in the title or abstract of articles in the database
PubMed conducted on 4th December 2019 confirms
this impression.

It returned a set of 69 initial hits, from which,
however, most articles had to be excluded because
they did not cover ethical issues in primary demen-
tia prevention aiming at social and psychological
factors. Selection was based on abstracts. 29 arti-
cles discussed the care of people with dementia
or the prevention of any comorbidities in demen-
tia, 7 articles discussed prevention in the context of

biomarkers and early testing, and 13 articles dis-
cussed the involvement of people with dementia in
biomedical research. Another 5 articles only men-
tioned “ethical approval” without discussing ethical
issues themselves, 5 articles were written in a lan-
guage other than English, German, or Dutch and
finally, 8 articles were excluded for other reason (see
Fig. 1). So in the end, only two articles [37, 38] dis-
cussed ethical issues in the context of the primary
prevention of dementia in general populations and
independent of personal risk-status.

Lawless M, Augoustinos M, and LeCouteur A
(2017)

Lawless et al. [37] studied the content of publicly
available websites on health communication and pro-
motion with special emphasis on the prevention of
dementia as a potential public health priority. Their
main interest was to understand how neutral or nor-
matively steering the presented information actually
was. The initial concern was that such public material
could be used to not merely increase public aware-
ness about the preventability of dementia, but also
to put increasing one-sided emphasis on personal
responsibility to actually engage in certain kinds of
behavior. This seems desirable from the perspective
of behavioral change. However, it might imply or
lead to a “repressive ethic of risk management and



D. Horstkötter et al. / Ethics of Primary Dementia Prevention 471

social control” (p. 1540), particularly if presented
solely as an individual responsibility rather than a
social or public issue, or as a definite health prior-
ity rather than an option people are free to engage
in. In the end, this is largely what the authors argue
to indeed have found in expressions used on these
websites, for example when portraying the potential
causes of dementia and the possibilities to con-
tribute to or engage in relevant lifestyle changes. It is
mainly individuals who are addressed and who get
reminded directly of their personal possibilities to
ensure healthy aging and to uphold cognitive abil-
ities. Lawless et al. point out why such an attitude
is problematic. They argue that, first of all, preven-
tion of dementia is not that straightforward and that
the predictive validity of lifestyle risks is low. There-
fore, a one-sided focus on individual responsibilities
to change behavior could lead to a situation in which
collective and public efforts that enable or facilitate
healthier lifestyles could get diminished for the sake
of individualized approaches. In addition, stigmati-
zation of those already living with the disease might
increase, because apparently they had behaved irre-
sponsibly while still being young and healthy. So in
line with our own discussion on the campaign ‘We
are the medicine ourselves’; Lawless et al. support
the idea that it is not findings and ambitions alone that
are important, but that the way they get presented in
public spaces, the language invoked to shape these
presentations, and ultimately the freedom to follow
recommendations have a huge impact on their social
and ethical implications.

Whitehouse (2019)

In the second paper, Whitehouse [38] critically
discusses public health aspects of dementia. He is
particularly concerned about the narrow focus of
actual and possible dementia prevention campaigns.
According to this author, prevention of dementia
should not be seen independently from the preven-
tion of other medical conditions, and issues regarding
sustaining quality of life in aging population should
not be considered independently from the quality
of life of other groups in society, like for example
young families. Upcoming primary dementia pre-
vention efforts, however, run the danger to become
single-issue campaigns, focusing on one specific final
goal and one part of the population only. Looking
from an overall perspective, however, he is concerned
that such campaigns might contribute to a situation

where different groups in society get more and more
isolated from each other and start to compete for just
their piece of cake from limited public resources. This
is not merely an unfavorable situation, but more seri-
ously, potential synergistic effects are overlooked or
even undone if for each social group or each medical
condition separate research projects and prevention
campaigns are being set-up. In this sense, he discusses
a series of examples that could be very conducive for
a goal-directed dementia prevention campaign, but
just as well in several other regards. For example, to
arrange for safe public green spaces can support that
elderly people continue to walk and move regularly,
but will likewise increase the well-being of children
and young families. Invoking the example of art and
music, Whitehouse asks almost rhetorically: “How
much evidence do we need that people - with demen-
tia - are stimulated by such activities just as the rest
of us?” (p. 103, emphasis added). Instead of disease-
or group-specific prevention campaigns, Whitehouse
pleads for general supportive social infrastructures,
because they are likely to have similar health effects,
but do not risk to pull people apart or let them compete
with one another for public resources.

Similar to Lawless et al., Whitehouse raises con-
cerns that a focus on brain-health or brain-fitness in
the context of dementia prevention might implicate a
focus on single individuals with specific conditions.
To avoid this, he advocates that targeting quality of
life more generally and for everybody contributes
to dementia prevention while also increasing health
of the population in general. Generally supportive
social infrastructures might trigger healthy behaviors
more effectively than interventions aimed at specific
subgroups of individuals, because actual behavior
changes are much harder to achieve individually than
in societies that facilitate healthy living conditions for
all, so their argument. Renewed attention to the sig-
nificance of social arrangements appears as the first
outcome of the emerging ethical debate on primary
dementia prevention.

SKETCHING AN ETHICAL RESEARCH
AGENDA

Early diagnosis of dementia based on biomarker
testing as well as attempts to identify individuals
at risk via biomedical screenings have immediately
attracted critical ethical attention. Concerns have
been uttered regarding, among others, low predic-
tive validity, a wide therapeutic gap, the potential to
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increase stigmatization, and an ever-higher empha-
sis on individual rather than social responsibility
[19–21]. Even though ethical reflection is still sparse,
our review indicates that public health approaches
to dementia prevention and interventions that tar-
get social, psychological, behavioral, and medical
factors in larger populations, might raise similar eth-
ical questions and concerns. This indicates that the
current ‘bio-exceptionalism’ in the ethical debate is
unfounded. That is, it is inappropriate that the ethi-
cal debate almost exclusively focuses on biomedical
developments, but largely ignores wider social and
public measures with similar main aims. Therefore,
independent of their disciplinary origin, all attempts
to prevent dementia deserve ethical attention. Put
differently, to date, it seems unclear how the ambi-
tious aims of maximum dementia prevention could be
achieved [9, 10], while ‘a repressive ethics of social
control’ [37], or an exaggerated individual responsi-
bilization and narrowing down on issues relevant for
old age [38] is avoided. Therefore, scientific work
on primary dementia prevention and brain-health
will benefit from ethical reflection in correspond-
ing add-on or sub-studies as they recently have been
advocated for in other highly debated areas of neuro-
intervention [39, 40]. As a start, an ethical research
agenda of primary dementia prevention is to be set.

First, a failure to apply and translate upcoming
insights on dementia prevention might also be a sig-
nificant moral failure, because without installing what
might be helpful, we allow the potentially avoid-
able harm and suffering of people with dementia
and their families. That is, as soon as social, psy-
chological, and behavioral, or medical risk-factors
allow for the development of goal-directed preventive
interventions, we must consider also the downsides
of not making use of this upcoming knowledge. An
early review from the US Agency of Healthcare
Research and Quality and the National Institute on
Aging indeed concluded that “the overall quality of
evidence was low” and “the current literature does
not provide adequate evidence to make recommen-
dations for interventions” [41] (our emphasis). This
position to only accept new findings on causal fac-
tors for dementia and to rely solely on the outcome
of large scale randomized controlled trials (RCTs)
to recommend public health interventions, however,
has also come under pressure. It forces one almost by
definition to forgo certain kinds of knowledge and as
a consequence the potential benefits resulting from it.
Regarding primary dementia prevention, such stud-
ies, however, are hardly feasible in their most pure

form as they required “to study 10.000 subjects over
40 years randomly assigned to groups of low and
high saturated fat in the diet, head injury, and high or
low levels of mental activity, physical activity, inac-
tivity, as well as smoking and non-smoking” [42]. A
methodologically rigorous position on medical and
lifestyle risk factors for dementia runs the danger that
upcoming knowledge with some, but not a definite,
degree of certainty, gets silenced and that a blind eye
is turned on possible, albeit not guaranteed, bene-
fits of preventive interventions. More recent reports
indeed tend to take these considerations into account,
to depart from an over harshly RCT-centrism and
to acknowledge the value of conditional evidence,
for example longitudinal or observational studies
[43, 44]. In this sense, efforts are also undertaken
to consider qualitative and quantitative evidence,
to combine different studies with various strengths
and weaknesses and to achieve a good promise of
evidence by triangulation [11, 45]. This basically
epistemic question on what counts as knowledge,
becomes also of crucial ethical importance as it steers
the debate on which scientific findings justify the
implementation of preventive interventions [46] and
allow for corresponding health gains.

A second issue concerns the relationship of pri-
mary dementia prevention with other health-oriented
prevention in a given society [47]. Particularly when
it comes to implementation or up-scaling, tensions
might arise between what is required from a science
point of view and what is desirable or feasible in real-
world circumstances, which are often characterized
by an already complex prevention landscape. On the
one hand, adding primary dementia prevention advice
might allow for particular synergy effects. In this
sense, Whitehouse [38] pointed out how safe pub-
lic spaces or music classes are beneficial for various
purposes and groups of the population, among which
brain-health in middle-aged and elderly people. In
addition, much lifestyle advice in primary dementia
prevention seems to conform to that regarding other
health issues like the prevention of cardiovascular dis-
ease: “What is good for your heart is also good for
your brain”. This holds for example for the advice to
move regularly and to eat low saturated fat. So many
ways to prevent or delay onset of dementia is well in
line with other health recommendations. In this way,
people who are hard to motivate to engage for reasons
of cardiovascular health might change their mind if
they could positively influence their brain-health by
the same means and measures as well and potentially
avoid a condition desperately feared by many.
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This situation, however, can also raise questions
about apt priorities. As discussed before, subsum-
ing dementia prevention advice among general public
health campaigns might avoid a series of negative
side effects. However, it could also dilute the mes-
sage of the preventability of dementia and undermine
collateral positive effects for other health conditions
(“what’s good for your brain is good for your heart”).
Moreover, different health advice is not necessarily
in line with each other and tensions can arise between
the advice given by two different health preven-
tion initiatives. Most strikingly, recent advice to stay
home and distance socially to prevent infection with
COVID-19 does not mesh with emphatic pleads for
social, cognitive, and physical activity to reduce risks
for common non-communicable diseases including
dementia. By today, a plethora of health campaigns
exists providing people with abundant and sometimes
contradictory advice on what to do and leave for
a healthy living. Overall, this can result in a situa-
tion where people abandon health advice altogether
and achieve even worse outcomes [48]. In addition,
certain health advice challenges other values people
hold in life. For example, the wish for a sustainable
lifestyle, where one does not support overfishing of
the ocean can be in conflict with the advice to eat
fatty fish twice a week. In this sense, a healthy diet is
not necessarily an environmentally sustainable diet,
requesting people to make decisions between health
and non-health related sets of values [49].

Against this background, primary dementia pre-
vention can never be solely an issue of identifying
causal mechanisms and defining effective interven-
tions. It will always raise wider ethical and social
questions about which health and non-health top-
ics to prioritize when, and why. Also, it will require
researchers and campaigners alike to justify the posi-
tion of potential benefits of dementia prevention in
relation to other values in life and to various way to
stay healthy.

Finally, primary dementia prevention is special
in the way it concerns individuals. It aims at com-
paratively young people who are still brain-healthy
and requests a rather extensive adaption of a certain
lifestyle for a long period; that is, for decades rather
than for months or years. Therefore, people will not
see results, if any, for a very long time, even if they
closely live up to the advice of primary prevention
dementia. In a positive sense, this might contribute to
growing awareness of dementia overall and it might
give people a correspondingly long-term sense of
control and an enduring feeling of empowerment to

fight a serious condition. However, this particularly
long-term engagement and a focus on goals very late
in life might also foster a change in people’s personal
identity. That is, rather young and healthy people
might develop a proto-dementia identity and come
to perceive themselves as the could-be-dementia-
patient of the future. This might unduly medicalize
the lives of large parts of society and mental health
consumers are created long before there is an actual
mental health need and in situations where such a
need may never develop [50]. Along with such poten-
tial proto-identities, the long-term perspective and
the—intended—invisibility of successes might also
enforce iatrogenic effects of despair and hopeless-
ness. This might result exactly because no positive
impact is seen at all and insecurity remains even in
the face of great dedication. Such feelings, however,
could reduce people’s well-being on the short-term,
and given the devastating effects of enduring men-
tal stress be counterproductive in the long-term. Still
another point concerns the question who is likely
and able to incorporate lifestyle advice in their daily
lives and who is not. In so far as advice better fits
some social classes than others or if certain groups of
people are more likely, or maybe also more econom-
ically pressured to set other priorities in life, large
scale prevention campaigns run the danger to fur-
ther increase health disparities and social injustices.
This might hold even more so, in case intervention
tools or (e-)health platforms are getting commercial-
ized and accessible only upon payment. While this
might create a financially sustainable basis for fur-
ther explorations, it will increase selective uptake and
draw differences between those who can and can-
not afford participation [47]. In this sense, the ethical
and social implications of primary dementia preven-
tion advice are not to be set solely in a theoretical
way. Much will depend on how interventions actually
get implemented, how they are integrated with other
health and non-health related values, and on how peo-
ple actually perceive and deal with public dementia
prevention advice in their personal and daily lives.
However, to date this ‘social life’ of dementia pre-
vention is hardly known. The best way to explore
it and get a grip on the ethical and social impli-
cations of primary dementia prevention is to carry
out detailed empirical ethical research and to con-
duct stakeholder analyses of all groups of individuals
potentially affected. That is, covering not only people
with dementia and their caregivers, but in particu-
lar also those who are rather young, brain-healthy
and typically busy with other matters in life. Such
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pro-active ethical research is needed to inform ongo-
ing scientific research and upcoming policy-making
to ensure that the mentioned benefits can be achieved
while people are also protected from foreseeable
harm and counterproductive effects.

CONCLUSION

Early prevention of dementia has gained increas-
ing scientific interest over the past decade and more
and more emphasis is put on the potential to intervene
in the general population, from midlife ages onwards
and with lifestyle and medical treatments. With an
increasing frequency, local public health campaigns
that aim to increase awareness on the preventabil-
ity of dementia are being set-up and health-apps get
released that intend to support individuals to change
their behavior. While the main aim to reduce the inci-
dence of dementia is hardly controversial, the route
toward that end can evoke a series of ethical questions
and concerns. The current article has sketched these
questions and pointed out several urgent dilemmas
that concern the implementation of dementia preven-
tion in a real-world setting. It has also pointed toward
problems that occur when these findings are withheld
from general populations. While explicit ethical liter-
ature to this avail is very sparse at the moment, some
trends are emerging. First of all, it will be important to
balance the possible benefit of increased well-being
and the possibility that more people will become able
to lead healthier lives when growing old, with the
burdens of being engaged for decades in interven-
tions while benefits only pay out in the long run,
if ever. Second, gaining knowledge about one’s per-
sonal options to engage in brain health might not only
empower people and provide them with an internal
locus of control and sense of self-efficacy; it might
also undermine autonomy and put high social pres-
sure on people to engage in certain science-supported
behaviors and not decide in favor of other lifestyles or
priorities in life. In addition, stigmatization of those
who still come to develop dementia is also a dan-
ger that might increase when more emphasis is put
on prevention. Third, there are also issues of justice
and how dementia prevention efforts might change
general public health investments, potentially wors-
ening the situation of some groups of the population
or at least contributing to a society in which different
groups and different public health aims are played off
against each other. At the same time, good risk man-
agement might also lead to a situation where dementia

prevention supports synergy effects with other public
health and non-health aims because of shared goals.
How such synergy effects can be achieved while com-
petition between prevention aims can be avoided will
be one of the challenges of the time to come.

In any case, while currently early dementia pre-
vention is winning ground, it is of great importance
to think through its ethical and social implications and
ensure that research, campaigns and interventions are
set up in a way that are also desirable from an ethical
point of view as well as socially sustainable. We hope
that our contribution will be the start of this debate on
what it means to do ethically good primary demen-
tia prevention and how to achieve that in real world
settings.
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