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Introduction: The concept of privacy marks an astonishing gap in the discussion

about care for people with dementia (PwD). In general, questions of privacy play

an important role and attract much attention in the ethics of nursing care. Yet,

when it comes to dementia care, there is hardly any systematic ethical debate on

the topic at all. It almost seems as though PwD lost any plausible interest in

privacy and no longer had a private sphere that needed to be considered or

protected. However, this not only contradicts widespread moral intuitions but

also ignores the views and needs of those affected.

Arguments: This conceptual analysis sets out to explore the value of privacy for

PwD. We first outline the origins and dimensions of the concept of privacy itself

and point out problems and limitations in the context of dementia. Especially the

prevalent liberal conceptions’ dependence on the idea of individual autonomy

poses considerable challenges to an adequate understanding of the moral

significance of privacy for PwD. Therefore, we subsequently examine

alternative ways of conceptualizing the value of privacy in the context of

dementia care.

Conclusion: We argue that autonomy-based concepts of privacy may still apply

in the early stages of dementia. In the further course of the syndrome, however,

the relevance of other normative aspects comes to the fore, especially respect

for remaining personal preferences as well as objective criteria of dignity and

well-being. Thus, we outline in a differentiated way how and to what extent

privacy can be of normative importance even beyond the purview of autonomy

and should consequently be considered in dementia care.
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Introduction

In 2017, the daughter of a nursing home resident with dementia filed a complaint with

the German Federal Constitutional Court. At the core of the case was the enforcement of

her mother’s fundamental rights and the constitutionally guaranteed inviolability of her

home. “Are caregivers allowed to just tear open the door to the room?” asked the newspaper
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WELT in a report on the case. “For six years, a daughter has been

fighting for privacy for her mother” (1 [own translation]).

This example points to an astonishing gap in the ethical debate

about the care of people with dementia (PwD). In general, the topic of

“privacy” plays a significant role in the ethics of nursing care. Nursing is

considered a sensitive activity that extends into deeply personal areas of

other people’s lives. Particularly care involving close physical contacts

directly affects the private or intimate sphere of the person being cared

for and therefore requires special attentiveness and consideration (2).

However, the comprehensive care for the well-being of a person in

need of assistance also affects their privacy in many other ways. For

example, the growing popularity of outpatient care raises the question

of what impact the use of professional care services has on the privacy

of the home of those receiving care and their family members (3). And

in the setting of the “total institution” (4) nursing home, maintaining

the privacy of residents takes on a particularly critical importance (5, 6).

Indeed, respect for and protection of the privacy of those being cared

for, as well as corresponding duties of restraint, secrecy, and

confidentiality also play a significant role in professional ethics

standards and codes of the nursing profession (7, 8). In the course of

the development of new monitoring and assistance technologies for

nursing, the entire topic is currently gaining renewed attention from

the perspective of data protection (9, 10).

Remarkably, this intensive ethical discourse on privacy in

nursing care seems to fall almost completely silent as soon as the

care of PwD is concerned. In this context, only a few scattered

comments on the topic can be found (11–13). These mainly address

aspects of privacy of family members or professional caregivers that

might be affected by ambulatory care in the home setting or by new

monitoring technologies (14–18). In contrast, the meaning of

privacy for PwD themselves is hardly discussed at all. It could

almost appear as though privacy no longer played a significant role

for them, as if they lost all comprehensible interest in privacy in the

course of their disease and eventually no longer had any private

space of their own that needed to be respected or protected in

nursing care. Indeed, empirical research shows that the privacy of

PwD is frequently violated in the context of care, for example by

intrusive behavior or inappropriate familiarity on the part of

caregivers (19). An analysis of health apps for this group

concluded that more than half of these applications lacked a clear

privacy policy (20). This situation is not only difficult to reconcile

with the moral conviction that PwD should be recognized as

persons to whom we owe respect and consideration (21). It also

directly contradicts the views and preferences of those affected

themselves as social research shows that PwD consider privacy as an

important dimension of their quality of life (22).

Against this backdrop, the present article provides a conceptual

analysis of privacy in the context of dementia. We examine to what

extent the value, i.e. the moral meaning of privacy for PwD can be

made comprehensible and plausible from an ethical point of view.

To this end, we first outline the origin and the different dimensions

of the concept itself and then demonstrate its difficulties and

limitations in the context of dementia. As it turns out, prevailing

liberal understandings of privacy have a strong focus on individual

autonomy that can be a significant obstacle to an adequate

conceptualization of the meaning of privacy for PwD. For this
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reason, we subsequently explore alternative ways of understanding

the “value of privacy” (23) in this context, independent from its

function as an expression of the right to individual self-

determination (23). While autonomy-based conceptions of

privacy may still hold in early stages of dementia, the relevance

of recognizable personal preferences as well as objective conditions

of dignity and well-being are becoming more important in the

further course and advanced stages of the syndrome. In this way, we

provide a differentiated analysis of the extent to which privacy is

important for people with dementia and how it can be appropriately

considered in nursing care across different stages of dementia.
The liberal notion of privacy and its
limits in the context of dementia

Privacy plays an important role in medical and nursing ethics.

Its special significance in health-related matters seems to be rooted

in the physical closeness and intimacy of medical and nursing

practice (24). However, in the form of medical privilege, the

confidential handling of health-related information also

constitutes a fundamental requirement of the relationship

between doctor and patient, nurse and care recipient, as well as

researcher and research subject (25).

Similar ideas also play a role in the concept of informational

self-determination, which is becoming increasingly important in the

wake of digitalization and the emergence of data-intensive medical

research and healthcare (26). In the 1960s and 70s, the United States

Supreme Court even justified the right of married couples to

contraception or women’s right to abortion by recourse to privacy

[Griswold v. Connecticut, 381 U.S. 479; 85 Sup. Ct. 1678 (1965),

Roe v. Wade, 410 U.S. 113 (1973); 23, 24, 27)]. Although Roe v.

Wade was recently revised, this still highlights the importance of

privacy as a resource of normative justification. At all these levels,

the notion of privacy is closely linked to the claim of non-

interference by third parties in one’s bodily concerns and health-

related matters and decisions.

The theoretical discourse surrounding the concept of privacy

was originally shaped by jurisprudence (28). Here, privacy is

traditionally understood as an individual’s right or interest that

includes the actively and deliberately exercised control over matters

concerning one’s own person (23). Psychological considerations

underline that the central concept of control requires both

informedness and intentionality (29).

From a moral philosophical point of view, a number of more

detailed definitions and distinctions can be made with regard to the

function and scope of privacy. The function refers to the “value of

privacy,” i.e., the purpose that it serves in different areas of life. It

provides clues as to why privacy is valued in specific contexts. In the

prevailing liberal conceptions, privacy is usually either functionally

oriented towards individual autonomy or presupposes a certain

degree of autonomy (23, 30). For example, it is seen as a prerequisite

for the formation of personal identity as well as for the protection of

individual freedom or autonomy (23, 28, 31–33).

The scope of privacy indicates the areas of life to which the

concept refers. In this context, objects and places as well as
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knowledge, decisions and actions can be private. Accordingly,

privacy can be differentiated in terms of its decisional,

informational and physical-local dimensions (23). Decisional

privacy refers to the possibility of controlling access to one’s

personal matters, i.e. being able to decide who has a say in one’s

own decisions and actions and who does not (23, 28, 34). The

informational dimension refers to control over access to

information concerning oneself (23, 28, 35–37). Physical-local

privacy describes control over others’ access to one’s own body,

as well as the actively and deliberately exercised regulation of access

to one’s places and spaces of living (23, 24).

With regard to PwD, the prevailing liberal conceptions’ focus on

autonomy has far-reaching consequences. After all, dementia is

accompanied by increasing neurocognitive impairments so that

those affected gradually lose capacities usually associated with the

ability for self-determination and thus for the active and deliberate

exercise of control over their own affairs (38). Indeed, in advanced

stages, they may no longer have the explicit notion of an own private

sphere andmay not even be able to consciously register any violations

of this sphere at all.

Accordingly, the claim of PwD to decide on their own personal

matters in the sense of decisional privacy also seems to be

undermined in the course of the disease. In fact, in advanced

stages of dementia, relevant decisions are usually taken out of

their hands and crucial personal matters are regulated by others

on their behalf, for example in the context of legal guardianship and

proxy decision-making (39).

Similar observations can be made with regard to the dimension

of informational privacy. The progressive impairments of short-

and long-term memory that accompany dementia mean that those

affected increasingly lose the overview of and control over

knowledge that concerns their own person, right down to their

name, identity and biography. In advanced stages, personal

information is therefore usually managed and provided by close

third parties (40). In the wake of the development of data-intensive

tracking, monitoring, and assistance technologies for PwD, for

instance in the field of Ambient Assisted Living, this problem is

likely to become even more acute in the future (13, 41).

Finally, comparable trends can also be observed with regard to

physical-local privacy. Due to their condition, PwD also lose the

ability to orient themselves in space and hence to independently

control their own living environment. In advanced stages, they can

therefore usually neither determine their own place of residence nor

provide or deny access to it. Instead, they are cared for at home by

family members or professional caregivers, or are placed in nursing

facilities (42).
Perspectives on the value of privacy
for people with dementia

Due to changes in cognitive capacities of PwD, theoretical

approaches that define privacy in terms of the active and deliberate

exercise of control over one’s own affairs are not readily applicable in

the context of dementia. However, this does not necessarily mean that

privacy is no longer of any moral significance for PwD. After all, the
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autonomy-based conception of privacy itself could prove to be

limited and inadequate in this context. Indeed, PwD explicitly state

in surveys that privacy has great significance for their quality of life

(22). Values associated with privacy, such as intimacy, confidentiality,

social relationships, absence of coercion, are also undoubtedly

important in the life and care of PwD (43). Studies in nursing

science suggest that even people in advanced stages of dementia do

have a sense of privacy that is expressed in their behavior (44–48).

Starting from such everyday perspectives and empirical findings, the

moral significance of privacy for PwD will be further explored and

ethically spelled out in the following sections. In doing so, it becomes

apparent that each stage of dementia calls for different lines of

argument. Especially with regard to advanced stages, it is crucial to

examine to what extent privacy can be conceptualized without

recourse to individual autonomy and thus might encompass more

than only active and deliberate control over one’s own affairs.
Early stages: reasserting active control over
one’s own affairs

At the beginning of dementia, privacy is of particularly great

importance for those affected. In this stage, first memory and

orientation problems occur and affect everyday life. Initially,

however, this does not derogate the ability to lead a self-

determined life. At the same time, knowledge of an increased risk

of dementia and especially a diagnosis of dementia constitute highly

sensitive personal information that give rise to a strong interest in

informational privacy (49). In fact, social research indicates that the

mere communication of a dementia diagnosis can already lead to

increased paternalism and surveillance of those affected by their

immediate social environment. For example, one’s decisions are no

longer simply accepted but increasingly questioned or even called

into doubt. People diagnosed with dementia are no longer readily left

to their own devices and find themselves under increased scrutiny

and close supervision by others (50). This social reaction can place

those affected in a vulnerable position regarding their decisional and

physical-local privacy. In addition, the spread of information about

someone’s dementia diagnosis can lead to social stigma as well as

discrimination, e.g., by employers or insurance companies (51).

Against this backdrop, it appears evident that people in the early

stages of dementia have an increased interest in privacy. It is in line

with the general autonomy-based reasoning that emphasizes the right

to individual self-determination. As the diagnosis of dementia does

not per se imply a loss of autonomy, those affected clearly have the

right to determine for themselves to which extent they want to

involve others in their personal decisions, disclose information about

themselves, or allow third parties access to their personal living

environment. They are usually also in a position to express and

assert this interest in privacy themselves. In fact, studies show that the

preservation of their privacy is of particular concern to PwD at these

early stages and that its violation causes them distress (47). This could

be due to the fact that those affected are often the first ones to notice

dementia-related changes, struggle to integrate them into their own

self-image, and experience shame and fear of stigma (49).

Accordingly, the diagnosis itself, as well as early stages of dementia
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in general, are associated with various concerns that make the need

for privacy immediately plausible. It is therefore particularly

important to reassert the right of self-determination of people with

beginning dementia as well as their corresponding claims to privacy.

This also includes the repudiation of paternalistic tendencies (52).

Notwithstanding this understandable and prima facie undoubtedly

justified interest in privacy, however, the diagnosis of (beginning)

dementia may give rise to certain moral responsibilities of those

affected vis-à-vis third parties. Thus, it could be argued that a

diagnosis of dementia can also have far-reaching consequences for

life partners or other close relatives that may give them a moral claim

to be informed or to have a say (49). For instance, this may pertain to

the explanation of changes in the condition and behavior of those

affected which can significantly influence their day-to-day interactions

with their relatives. If shared professional, financial, or legal interests

and concerns will be affected in the future, there may also be a moral

responsibility to inform partners or family members of a dementia

diagnosis. In particular, the expectation that others will assume care

responsibilities may be connected to a moral claim to be informed on

the part of the respective individuals (49). However, all these justified

interests of third parties do not fundamentally call into question that

people with beginning dementia have a right to privacy and to the

autonomous regulation of their own affairs. At most, they may

correspond to moral responsibilities that must be weighed against

this right in specific cases.
1 Richard Dworkin and Rebecca Dresser discuss the scope of non-

autonomous decisions. Cf. Dworkin (57); Dresser (58).
Middle stages: respect for personal identity
and subjective preferences

As their condition advances, PwD become increasingly

dependent on assistance. The progressive impairment of cognitive

abilities affects executive functions and hence also activities of daily

living, such as choosing suitable clothing or preparing meals. In

particular, the impairment of language and judgment skills

compromises the ability to process complex information and to

make well-considered self-determined decisions. This can also lead

to behavior that is dangerous to oneself or others, for example at

home or in traffic. Despite this successive diminishment of autonomy,

however, a sense of privacy and de facto preferences with regard to

privacy can still be observed in PwD at this stage. This raises the

question to what extent the moral meaning of privacy can be made

explicit without reference to personal autonomy.

Social research shows that PwD continue to be concerned about

privacy even as their condition becomes more severe. In fact, the

very awareness of the progression of their dementia and the

experience of the symptoms described seem to induce an

increased desire for intimacy and familiarity, i.e. privacy (22).

Apart from verbal statements, this interest in privacy can also

become manifest in corresponding behavior. For example, PwD

often show defensive reactions when doctors attempt to perform

examinations without advance notice or consultation (46). The

(non-verbal) rejection of unsolicited nursing measures and the

feigning of sleep to avoid interactions with caregivers and other

nursing home residents can also be regarded as expressions of a

claim to decisional privacy. The ostentatious deviation from
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caregivers’ suggestions may be interpreted as an attempt to assert

a say in one’s own daily schedule and thus also as a desire for

decisional privacy. Furthermore, the possibility to have an

undisturbed conversation and talk about intimate fears and

concerns in familiar surroundings is a frequently expressed need

of PwD that points to a desire for informational privacy (12).

Finally, behaviors such as choosing a particular place to sit (46),

furnishing one’s room with personal items (45) and the “embodied

memory” expressed this way (53), or the frequently described desire

to “go home” (54) can also underscore a concern to maintain some

form of physical-local privacy (22, 47). Especially for women with

dementia, the importance of one’s own handbag and the contents

stored in it as “biographical objects” may serve as another

example (55).

It may no longer be possible to interpret such privacy-related

behaviors of people in the middle stage of dementia as expressions

of personal autonomy in a sophisticated moral philosophical sense.

Nevertheless, it would hardly appear acceptable to simply dismiss

them as morally irrelevant or summarily disregard them without

careful consideration. Eventually, they seem to represent physical

and habitual expressions of deeply rooted personal priorities and

preferences regarding one’s own lifestyle and relationships with

others. Acknowledging and respecting them can therefore be

crucially important for the personal identity and subjective well-

being of those affected. In this vein, it could be argued that privacy-

related behaviors, even if not fully autonomous, still carry moral

significance in the middle stages of dementia, particularly when

they can be interpreted as expressions of fundamental or identity-

relevant needs, wishes, or feelings. With regard to the aspect of

personal identity, such behaviors may represent certain

characteristic traits of the person concerned that deserve respect,

especially if we accept the idea of an “embodied self” (56) of PwD

that becomes apparent in their physical appearance and

habitualized demeanor. With regard to subjective well-being, one

could speak of “experiential interests” (57) of PwD regarding

privacy. In contrast to so-called “critical interests,” that is, well-

considered judgments formed in light of personal values and life

plans, “experiential interests” rather refer to immediate, momentary

experiences in the present. Although people in the middle stage of

dementia are sometimes no longer able to make decisions based on

“critical interests,” such “experiential interests” must still be

respected and considered as far as possible because their violation

would be detrimental to their well-being or even cause them harm.

Against this backdrop, respecting the privacy-related

preferences of people in the middle stages of dementia would

require the consideration of statements and behaviors of those

affected that may no longer qualify as expressions of autonomous,

informed and well-considered judgements.1 Of course, such an

approach raises considerable hermeneutic and moral-practical

questions and poses challenges in the context of nursing care.

Thus, the interpretation of erratic utterances or nonverbal

behavior usually does not provide clear, unambiguous directives
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for concrete care provision. In many cases, it would probably

remain ultimately indeterminable which statements and behaviors

of PwD could be regarded as manifestations of a specific desire for

privacy, at all. Furthermore, privacy-related behavior also does not

provide any clues as to what moral relevance should be assigned to

the desire for privacy vis-a-vis other preferences of the person

concerned or requirements of their well-being, such as personal

hygiene, safety and protection against self-harm. Therefore, the

question of how to deal with verbally or non-verbally expressed

privacy preferences in practice would eventually be hard to decide.
Advanced dementia: objective conditions
of dignity and well-being

In late stages of dementia, preference-based arguments to

explain the value of privacy for PwD also reach their limits. The

progredient impairment of language increasingly restricts the

possibility of communicating subjective preferences. In advanced

stages, the behavior of those affected eventually also becomes

more erratic and difficult to interpret. Ultimately, the condition

affects the underlying cognitive categories and mental operations.

As a consequence, the abstract concept of privacy, as well as the

subjective awareness of one’s own private sphere and its violations,

may be lost. The diminishment of a sense of shame and social

appropriateness, e.g., in connection with clothing, food intake, or

excretion, could be interpreted in this vein (59).

Under these conditions, ethical approaches aiming to establish

the moral significance of privacy for individuals with advanced

dementia must ultimately rely on aspects other than the

perspectives of those affected themselves. Such approaches could be

termed objectivistic since they do not refer to the subjective views,

attitudes, and evaluations of the individuals directly concerned. At

first sight, this seems to be at odds with the normative principles of

the modern liberal understanding ofmorality and its ethical reflection

in categories of individual autonomy and self-determination (60).

Nevertheless, there exist at least a number of argumentative

precedents for such an objectivistic exploration of the value of

privacy for people with advanced dementia.

A first starting point could be the concept of human dignity

(61). In the Basic Law for the Federal Republic of Germany, respect

for dignity is more fundamental than the individual right to self-

determination and the free development of the personality.

Accordingly, prominent court rulings derived and enforced the

legal prohibition of self-deprecation through self-display or self-

degradation, for example, in cases about peep shows or “dwarf

tossing” (BVerwGE 64, 274; NVwZ 1993). Along the lines of this

form of paternalism aimed at protecting human dignity, one could

argue that the privacy of people in advanced stages of dementia

should be protected in order to prevent them from self-deprecation.

Such paternalistic protection of privacy may even appear more

justifiable in this case as it refers to an involuntary self-deprecation

and would not override an autonomous will. However, the concept

of dignity is itself notoriously ambiguous and controversial.

Approaches that see dignity as grounded in certain capacities,

such as autonomy, reach their limits in the context of advanced
Frontiers in Psychiatry 05
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of privacy (62). Concepts of human dignity based on cosmological

or theological considerations may be able to circumvent these

difficulties but are based on particular religious or ideological

presuppositions that are not generally shared in modern

pluralistic societies (62). Moreover, the question arises as to

whether protecting individuals with dementia from self-

deprecation only aims to preserve their dignity or is actually more

about upholding their esteem or remembrance in the eyes of third

parties like partners or family members. These concerns are all the

more serious as such protection from self-deprecation might

require measures that could conflict with the current will and

subjective well-being of PwD, for example, the prevention of

physical intimacy in socially inadequate situations. For this

reason, the importance of privacy in the context of dementia is

sometimes relativized in the ethical discussion. As the historical

development of the concept is entangled with “the repression of

physicality by rational reason”, privacy can appear to “be of

secondary importance for the quality of life of people with

advanced dementia [ … ] (e.g., compared to social proximity)”

(63 [own translation]).

Arguments that focus on the best interest of the persons

concerned and thus ultimately on objective preconditions of

their well-being could provide an alternative. In the sense of

weak paternalism, one could argue that privacy is a necessary

condition for the well-being of people with advanced dementia in

certain respects and contexts, and therefore should be protected

even if they themselves have lost any discernible subjective interest

in it. In this sense, it could be argued that the careless disclosure of

personal information may enable abuse or even criminal activities

and pose serious risks to the physical well-being or financial

security of the individuals concerned (13). Similarly, physical-

local and informational privacy may constitute a necessary

precondition for the development of personal care relationships

that are fundamental to the well-being of those affected. If PwD

benefit from the care of persons who feel close and connected to

them and responsible for them (even if they themselves may no

longer recognize these persons at all), then conditions that enable

and strengthen such caring closeness, attachment, and

responsibility should be protected (64). Finally, respect for the

informational and physical-local privacy of people with advanced

dementia may also provide protection against forms of

objectification and instrumentalization that are detrimental to

their well-being, such as public display and humiliation or sexual

exploitation. Of course, such notions of trans-subjective

preconditions of individual well-being ultimately presuppose an

objective theory of the good life and hence also take on

considerable theoretical burdens of justification. Moreover, some

objective approaches such as Nussbaum’s anthropologically

grounded list of fundamental human capacities have been

criticized for not granting persons with cognitive impairments

the possibility of a life that can count as fully human (65). Finally,

such approaches also touch upon the difficult problem of how to

balance the protection of the objective well-being of those affected

with their momentary subjective impulses or preferences in cases

of conflict (66).
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Conclusion

In contemporary ethical discussions about the central importance

of privacy in nursing care, the perspective of PwD finds virtually no

systematic consideration. It almost seems as if the principle no longer

played any particular role in their lives and in their care. The fact that

their privacy is actually often undermined in practice and has to be

defended against various violations seems to confirm the power of such

a view. It raises the question of the value of privacy for PwD, which

becomes even more important in the face of the emergence of new

data-intensive tracking, monitoring, and assistance technologies (67).

As argued here, this desideratum is probably not least related to

the specific theoretical implications of prevailing liberal concepts of

privacy. These concepts understand privacy primarily in terms of an

active and deliberate control over one’s own affairs and thus

presuppose autonomy or are functionally oriented toward it.

However, as their condition progresses, PwD lose the ability to

take charge of their own affairs in an active and deliberate way. In

order to make the meaning of privacy intelligible in this context, we

therefore need a more encompassing understanding of the concept

that is not exclusively based on autonomy.

By reference to the typical stages of dementia, we have explored

possibilities for justifying the moral meaning and function of privacy

for PwD. It has become apparent that each stage requires different

lines of argument. In early stages, the liberal autonomy-based

understanding of privacy is still relevant since those affected are

generally capable of managing their own affairs in a self-determined

manner. However, as cognitive abilities such as speech and judgment

become more impaired in middle stages, the autonomy-based

concept of privacy reaches its limits. Nevertheless, it is still possible

to identify an interest of PwD in privacy based on a range of verbal

and nonverbal behaviors. This interest should be recognized and

protected in order to support their embodied sense of self and their

subjective well-being. Of course, it becomes increasingly difficult for

outsiders to assess the privacy preferences of those affected and to

balance them against the increased need for care and protection. In

advanced stages of dementia, we must therefore find other ways of

substantiating the moral significance of privacy for PwD. One option

are objectivist arguments that make the meaning of privacy for people

with advanced dementia plausible without referring to the perspective

of those affected themselves, for example, by recourse to ideas of

dignity or human flourishing. The associated burdens of justification

may be considerable. Yet, in the interest of the protection of privacy

even in late stages of dementia, they should not be evaded. For

example, objective notions of a good life postulating basic human

capabilities could be used to defend privacy as the basis for the ability

to maintain caring relationships that are beneficial to PwD.

Further conceptual, empirical and normative research is needed

to better understand the meaning of privacy for PwD. First, the

views of affected persons themselves should be considered in more

detail and in a more differentiated manner in order to find out what

needs, emotions, and moral concerns privacy comprises for them.

Of course, prevailing theoretical conceptions of privacy seem hardly

suitable for such a socio-empirical exploration, given their narrow

focus on the idea of individual autonomy. Before we can explore the

value of privacy for PwD in empirical studies, we therefore need to
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develop a more comprehensive understanding of the concept itself

and its various implications, connotations, and references to related

notions such as closeness, intimacy, or security. For this purpose, it

is possible to draw on values and functions associated with privacy

as well as on established criteria in the care of PwD. By interweaving

this conceptual-philosophical analysis with empirical studies, for

example in the form of qualitative social research with affected

people and relatives, an empirically informed concept of privacy

could be developed. Such a concept would have at least two

advantages: First, it would provide a basis for making the

meaning and value of privacy for PwD systematically plausible.

This could help raise the awareness of caregivers for privacy-

relevant behavior of PwD. Thus, even those who are no longer in

a position to decide for themselves who they want to grant access to

their own room, such as the nursing home resident mentioned at

the beginning of this contribution, may well have an understandable

and legitimate interest in protection, security, and familiar close

relationships – in short, in privacy. Moreover, a perspective

developed through empirically informed ethical discussions in the

context of dementia could also help to overcome the narrow focus

on the liberal principle of individual self-determination and expand

the general academic debate about privacy as such. Eventually, this

could contribute to the further illumination of the multifaceted and

morally complex nature of privacy, even beyond the field of

dementia care.
Data availability statement

The original contributions presented in the study are included

in the article/Supplementary Material. Further inquiries can be

directed to the corresponding author.
Author contributions

EB: Writing – original draft, Writing – review & editing. MS:

Writing – original draft, Writing – review & editing.
Funding

The author(s) declare that financial support was received for the

research, authorship, and/or publication of this article. This article

was written in the context of the BMBF-funded project “EIDEC”

(funding code: 01GP1901B).
Acknowledgments

This is an English language translation of “Der Wert des

Privaten für Menschen mit Demenz” originally published in Ethik

in der Medizin. Eike Buhr and Mark Schweda prepared this

translation. Permission is granted via Creative Commons License.

Except for linguistic improvements, no substantial changes were

made to the manuscript.
frontiersin.org

https://link.springer.com/article/10.1007/s00481-022-00723-9
https://link.springer.com/article/10.1007/s00481-022-00723-9
https://link.springer.com/journal/481
https://link.springer.com/journal/481
https://creativecommons.org/licenses/by/4.0/deed.en
https://doi.org/10.3389/fpsyt.2024.1437813
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Buhr and Schweda 10.3389/fpsyt.2024.1437813
Conflict of interest

The authors declare that the research was conducted in the

absence of any commercial or financial relationships that could be

construed as a potential conflict of interest.
Publisher’s note

All claims expressed in this article are solely those of the

authors and do not necessarily represent those of their affiliated
Frontiers in Psychiatry 07
organizations, or those of the publisher, the editors and the

reviewers. Any product that may be evaluated in this article, or

claim that may be made by its manufacturer, is not guaranteed or

endorsed by the publisher.
Supplementary material

The Supplementary Material for this article can be found online at:

https://www.frontiersin.org/articles/10.3389/fpsyt.2024.1437813/

full#supplementary-material
References
1. Dowideit A. Wie viele Rechte bleiben einem Menschen im Pflegeheim?
Die Welt. (2017). URL: https://www.welt.de/vermischtes/plus170854328/Wie-viele-
Rechte-bleiben-einem-Menschen-im-Pflegeheim.html (accessed: October 1, 2024).

2. Immenschuh U. Scham und Würde in der Pflege. GGP - Fachzeitschrift für
Geriatrische und Gerontologische Pflege (2018) 2:115–9. doi: 10.1055/a-0598-9813

3. Falkson S, Roling M. Wenn das Zuhause zur Pflegestation wird. JuKiP - Ihr
Fachmagazin für Gesundheits- und Kinderkrankenpflege. (2016) 05:214–20.
doi: 10.1055/s-0042-112799

4. Goffman E. Asylums: Essays on the social situation of mental patients and other
inmates. New York, NY: Anchor Books (1990).

5. Schell W. Privatsphäre im Pflegeheim. Heilberufe. (2011) 63:46–7. doi: 10.1007/
s00058-011-0308-6

6. Behr A, Meyer R, Holzhausen-Hinze M, Kuhlmey A, Schenk L. Die Intimsphäre:
Eine wichtige Dimension der Lebensqualität von Pflegeheimbewohnern. Z für
Gerontologie und Geriatrie. (2013) 46:39–44. doi: 10.1007/s00391-012-0464-6

7. Deutsche Gesellschaft für Fachkrankenpflege und Funktionsdienste
(DGF). Ethische Prinzipien der Intensivpflegenden. (2013). Available online at:
https://www.dgf-online.de/wp-content/uploads/DGF-Ethik-Kodex_2014.pdf
(accessed: October 1, 2024).

8. ICN. ICN-Ethikkodex für Pflegende. (2014). Available online at: https://www.
wege-zur-pfle-ge.de/fileadmin/daten/Pflege_Charta/Schulungsmaterial/Modul_5/
Weiterfu%CC%88hrende_Materialien/M5-ICN-Ethikkodex-DBfK.pdf (accessed:
October 1, 2024).

9. Alkhatib S, Waycott J, Buchanan G. Privacy in aged care monitoring devices
(ACMD): the developers' perspective. Stud Health Technol Inf. (2019) 266:7–12.
doi: 10.3233/shti190765

10. Alkhatib S, Kelly R, Waycott J, Buchanan G, Grobler M, Wang S. “Who wants
to know all this stuff?!”: understanding older adults’ privacy concerns in aged
care monitoring devices. Interacting Comput. (2021) 2:481–98. doi: 10.1093/iwc/
iwab029

11. Zwijsen SA, Niemeijer AR, Hertogh CMPM. Ethics of using assistive technology
in the care for community-dwelling elderly people: an overview of the literature. Aging
Ment Health. (2011) 15:419–27. doi: 10.1080/13607863.2010.543662

12. Digby R, Bloomer MJ. People with dementia and the hospital environment: the
view of patients and family carers. Int J Older People Nurs. (2014) 9:34–43. doi: 10.1111/
opn.12014
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