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Introduction

Mark Schweda, Larissa Pfaller,
and Silke Schicktanz

Medicine and healthcare have become central elements in planning human life.
The second half of life, especially, often turns into a projection screen of individual
and political decision-making regarding various medical and healthcare scenar-
ios. On one hand, new diagnostic, therapeutic, and preventive options, including
technological developments (such as predictive testing, ambient assisted living,
and monitoring technologies) — as well as legal tools, such as advance healthcare
directives and living wills — encourage the idea of self-determined and ‘success-
ful’ ageing that can be prudently modeled and actively shaped. On the other hand,
dealing with old age and growing populations of elderly people with chronic dis-
eases, frailty, and dementia is often perceived as a serious problem and an increas-
ing challenge to families, care providers, and social security systems.

Biomedical life plans for ageing

The possibility of medical planning for old age is not self-evident. It presupposes
that some middle ground exists between the two extremes of a completely unpre-
dictable future and a strictly determined course of life. Only within this obscure
space of limited (in-)determinacy, of possibilities and probabilities, of chances
and risks, the endeavor of conceiving and shaping future life and old age accord-
ing to particular medical or public health visions and strategies makes sense. The
emergence of such a scope for planning results from three crucial developments
of the last 200 years: the rise in average life expectancy, the process of modern-
ization and individualization, and the growing importance of biomedicine (for the
following, see Schweda and Schicktanz 2012).

Since the 19th century, Western societies have witnessed an unprecedented increase
in life expectancy. In the US, for example, life expectancy at birth has risen from
47.3 years in 1900 to 78.8 years in 2014 (National Center for Health Statistics
2016, 95). In Germany, it has increased from 46.6 years for boys and 52.5 for girls to
78.2 and 83.1 years in the same period of time (Statistisches Bundesamt 2016, 14).
In the course of this development, large swathes of the population experienced, for
the first time, the opportunity to plan their lives on a long-term basis. Statistically,
death no longer was considered a life-long threat but became a phenomenon of old
age. This shift from ‘unreliable to reliable life time’ also engendered a change in
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consciousness (Imhof 1987). While death has moved to the end of a life spanning
eight decades, statistical life expectancy has turned into normative life expectancy.
‘Premature’ death is perceived not only as a disaster but as a moral problem of per-
sonal failure or social injustice. Correspondingly, ageing and old age also are not
any longer seen as a piece of good fortune or divine mercy but as something we may
and indeed must expect; a period of time that, as a standard, forms part of a complete
human life cycle and a “full-size life career” (Imhof 1987). In addition, this phase
has not only expanded but has also diversified. British historian Peter Laslett (1987,
1991) differentiated between a ‘third age’ characterized by unremitting health and
activity and a ‘fourth age’ with beginning physical and mental impairment. Although
the distinction has become a target of critical discussion (Hazan 2015; Higgs and
Gilleard 2015), it still captures a fundamental change of perspective in view of later
life. Old age as a whole does not anymore appear in light of imminent death, a step
toward the inevitable end, marked by decay and decline. Today, when people retire,
they may still expect to live a considerable number of years in good health and may
hardly be limited in their capacities. Both the individual and the society have to
make provisions for this “abundance of life” (Moody 1988).

At the same time, the disintegration of traditionally fixed biographies in the
course of modernization (Giddens 1991a, 1991b; Inglehart and Welzel 2005) and
individualization (Bauman 2001; Beck and Beck-Gernsheim 2002) also did away
with many certainties, giving rise to new questions about the future and future
uncertainties, opportunities, and dangers. In this vein, sociological theory high-
lights that today’s late modern societies have to be regarded as reflexive, post-
traditional ones that are obsessed with decisions and risks (Beck 1992). Traditional
authoritative institutions are replaced by ‘new,’ pluralistic systems, such as liberal
law, global markets, scientific discourses, and transnational organizations (Gid-
dens 1991a). On one hand, this development has been celebrated as a form of
‘emancipation,’ an increase in personal freedom and options regarding the choice
of professional careers, relationships, and religious or ideological commitments.
On the other hand, modernization and individualization are experienced as an inev-
itable dynamic constantly forcing us to engage and decide, thus ‘normativizing’
and moralizing everyday life and expectations. The individual is constantly chal-
lenged to ask moral questions: “What should I do? How should I live?” A symptom
of this development can be illustrated by the culture of psychotherapy and the
booming popularity of ‘how-to’ manuals. Both try to satisfy the growing demand
for guidance: Be it partnership, child rearing, career choices, or coping with illness
and death — all areas of life are covered (Giddens 1991a, 70). The pervasive tension
between autonomy and responsibility also becomes manifest in a project-like per-
spective on morality. The model of the ‘planning self’ is based on the assumption
that individual identity cannot be understood as essential. Personality does not rest
on a pre-existing substantial core but should be conceived of as a ‘project’ of indi-
vidual self-conception and self-fashioning that is in constant need of reflections,
decisions, and justifications (Taylor 1989). This ‘de-essentializing’ and ‘reflex-
ivization’ ultimately also affect the ‘gained life years.” These processes turn ageing
and old age into an important part of the life project and at the same time give rise
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to new models and orientation guides regarding later life — expressed, for example,
in gerontological discourses on ‘successful ageing’ (Pruchno 2015).

Finally, under late-modern conditions, science becomes responsible for mea-
suring and projecting the newly gained scope of action and for assessing pre-
dictable and manageable risks associated with it. At the moment, (bio-)medicine
seems to be dominating the concert of authoritative voices offering expert advice.
Critical commentators have pointed out that new forms of medical prevention,
diagnosis, and treatment bring about problematic changes in our way of perceiv-
ing and handling ageing and old age. They address the problems of an increasing
‘(bio-)medicalization of ageing’ subjecting old age to medical jurisdiction and
transforming its normal features into physiological conditions and its anoma-
lies into pathologies to be medically treated and cured (Estes and Binney 1989;
Kaufman, Shim, and Russ 2004; Larkin 2011; Zola 1991). Others criticize the con-
comitant emergence of new, more subtle forms of disciplinary power and (self-)
control in a late modern neoliberal society (Leedham and Hendricks 2006; Powell
and Biggs 2000, 2003). Some authors call this kind of future-oriented biomedi-
cal decision-making, which encompasses all areas of life, “life strategies” (Rose
2007, 128). According to their analysis, the concept of life, with its numerous
ambivalences (e.g., biological, biographical, social, creative), comes to be domi-
nated by so-called biological and ‘life’ sciences. The resulting ‘life strategies’
aim at systematically implementing biomedical concepts into questions regarding
life and the meaning of life. Rose suggested that medicine provides answers to
a public generally preoccupied with risk by counterposing risks to an “ethos of
hope, anticipation, and expectation” (Rose 2007, 27). He moreover criticized the
common practice of subjective self-reflection and self-management as a form of
“ethopolitics” (Rose 2007, 27). Ageing, thus, turns into a task, something that has
to be prevented, structured, and treated. Contingency, fate, and acknowledging
weaknesses, as well as accepting helplessness and dependency, seem to have no
place in the new vision of life as a (bio-)scientific and (bio-)medical ‘project.’

The concept of the book

The aim of this edited volume is to examine the relevance of modern medicine and
healthcare in shaping the future lives and situations of elderly people and ageing
societies — and vice versa. By focusing on the field of medicine and healthcare,
we want to engage authors and readers in a dialogue on the individual and social
implications of recent trends in geriatric medicine, dementia research and care,
advance healthcare planning, the rise of prevention and anti-ageing medicine, and
the transformation of healthcare systems in ageing societies.

The volume’s overall conception is international and interdisciplinary. It com-
bines European, US, and Asian perspectives from the fields of philosophy, bioeth-
ics, sociology, cultural studies, gerontology, nursing sciences, and public health.
Thus, the theoretical scope ranges from the rather individually oriented perspec-
tive of bioethics to public-health ethics to medical sociology and cultural studies.
Centered around the idea of ‘planning later life,” the contributions deliberately
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consider different types and aspects of envisioning, evaluating, and controlling
individual and societal futures as well as their entanglements. In doing so, they
open a synoptic perspective providing an overview of the conceptual implications
and concrete practices of ‘planning.’ This approach unfolds the range of planning
later life in its philosophical, ethical, epistemological, anthropological, and socio-
cultural dimensions. This comprises imagining and forecasting in the sense of
different visions and conceptions of ageing and old age, hoping and fearing in the
sense of emotional views and moral evaluations of individual and societal futures,
and preventing and planning in the sense of individual provisions and public poli-
cies regarding later life.

As a start, the volume’s first part provides general philosophical and sociologi-
cal considerations regarding changing conceptions of ageing, old age, and the life
course. They shed light on the normative relevance of the temporal extension
and structure of human existence, the development of an ethical interpretation
of ageing, and the emerging differentiation of a third and fourth age. Against this
background, the second part focuses on specific perspectives and problems of old
age in the context of medicine and healthcare. The contributions include critical
reflections on the changing face of old age in modern societies, its developmen-
tal potentials and limits, the ethical aspects of dementia and cognitive decline,
end-of-life decision-making, the prospects and problems of prolongevity and bio-
technological life extension, and the appropriate ethical perspective on age-group
justice. The third part turns to perspectives and procedures of dealing with the
future’s contingency, the idea of controlling long-term developments such as age-
ing and demographic change, and the risks and problems of planning later life.
Here, current topics such as the expectations associated with advance directives,
public images of late-onset dementia, and considerations of the ethical and social
implications of medical prevention and provision methods, as well as discussions
of public-health strategies and healthcare policies regarding sustainability of the
welfare state and intergenerational relations, are addressed.

The contributions

In the beginning of the volume’s first part on general conceptions of ageing and
old age, Mark Schweda considers the life-course perspective as a starting point
for a broader understanding of the role of ageing in bioethics and public health.
His contribution, ‘“A Season to Everything”? Considering Life-Course Perspec-
tives in Bioethical and Public-Health Discussions of Ageing,’ thus proposes a new
conceptual framework for discussing ethical issues of ageing in the context of bio-
medicine and public health. In the following chapter, philosopher Thomas Rentsch
traces the fundamental ethical meaning of ageing and old age. Starting from the
ancient tradition of ethics of the good life, his contribution, ‘Becoming Oneself:
Toward a New Philosophy of Ageing,” argues that ageing has to be interpreted as
a radicalization of the basic human condition relevant to all ethical and political
reasoning. Introducing a sociological perspective, Frangois Hopflinger then turns
to the implications of the influential distinction between a ‘third age’ and a ‘fourth
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age.” His contribution, ‘Third Age and Fourth Age in Ageing Societies,’ critically
discusses to which extent the emergence of two divergent cultures of ageing and
two specific policies toward a third and a fourth age can be justified: an achieve-
ment-oriented culture for the ‘young old’ and a care-oriented culture for the ‘old
old.” Continuing this sociological line of thought, Paul Higgs and Chris Gilleard
subsequently focus on very old age. In ‘The Nature of the Fourth Age as a Chal-
lenge to Ageing Societies,” the authors claim that the fourth age acts as a ‘social
imaginary’ of a feared old age marked by dependency and decline and that people
included in this category become excluded from everyday life.

The volume’s second part focuses on specific perspectives and problems of
old age, such as physical and psychological potentials and limitations, dementia,
end-of-life decision-making, and life extension. In the first chapter, gerontologist
Andreas Kruse takes an in-depth look at the specific conditions and situations of
very old age. His contribution, ‘Old Age, Potentials, and Vulnerability,” argues
that aspects of vulnerability and developmental potentials should both find con-
sideration in ethical and social-science approaches to old age and pertinent issues
such as dementia and care. Perla Werner and Silke Schicktanz then address ethi-
cal questions associated with the increase of the number of people with dementia
and the scientific study of their competence. Their contribution, ‘Competence and
Cognitive Deterioration,” examines the existing empirical literature in the field
of competence and cognitive deterioration and identifies ethical issues to be con-
sidered in the future. In the following chapter, the public-health scholar Hsiu-I
Yang reviews the common practice of medical end-of-life decision-making for
the oldest old. Her contribution, ‘Opt In or Opt Out? Rethinking the Provision of
Life-Sustaining Medical Technology to the “Old Old,”” argues that, for the oldest
old, the paradigm of presumption for life should be replaced by the presumption
for peaceful death. Changing the focus, the next chapter then explores the ethical
implications of biomedical life-extension technologies. In his contribution, ‘Not
Growing Old — Gracefully,” bioethicist Seren Holm argues that although there
is a duty to discharge one’s moral duties in each particular segment of life, the
precise contents of that duty cannot be fixed a priori but must be discovered by
the first generations who do not grow old. Finally, Nancy Jecker reflects on the
twin challenges of rising healthcare costs and the shifting nature of healthcare
needs in ageing societies. Her contribution, ‘How to Think about Age-Group Jus-
tice,” offers a capabilities approach to justice as an ethical framework and shows
that this account has advantages over autonomy-based accounts because it places
emphasis on the respect and recognition we owe to the elderly.

The volume’s third part is dedicated to individual provisions and public policies
in ageing societies. In the first chapter, sociologist Kai Brauer discusses the prac-
tices surrounding advance directives in Germany. His contribution, ‘Final Deci-
sions for the Final Crisis,” focuses on the paradoxes of deciding in advance for
never-experienced future situations. Ralf J. Jox subsequently introduces advance
healthcare planning as a further development going beyond advance directives. In
‘Preparing Existential Decisions in Later Life,” he explains the rationale and prac-
tice of advance healthcare planning, discusses its ethical and social ramifications,
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and sketches how to further develop this model in the future. The following two
contributions shift the focus to medical and public-health strategies of preven-
tion and longevity. In ‘Articulating the Case for the Longevity Dividend,” S. Jay
Olshansky introduces therapeutic interventions that slow ageing in people as a
plausible target for scientific research and public-health measures. He argues that
delayed ageing is an efficient and promising approach for combating disease,
extending healthy life, compressing morbidity, and reducing healthcare costs.
Based on qualitative social research, Larissa Pfaller and Frank Adloff then discuss
the practice of anti-ageing and prevention in Germany. Their chapter ‘Paradoxes
of Planning Later Life’ argues that the attraction of contemporary anti-ageing
practices can be traced to symbolic power creating a positive bodily experience
and emotional security. In the following contribution, Silke Schicktanz examines
‘The Visionary Shaping of Dementia Research.” The chapter discusses scenarios
as social imaginations that not only influence the cultural view on very old age
but also are used as arguments for justifying current research activities to diag-
nose, prevent, and care for people with dementia. Ruud ter Meulen then turns to
the shifting public-health perspectives on care for the elderly. In his contribution,
‘Solidarity and Family Care for an Ageing Population,” he criticizes neoliberal
reductions of solidarity and introduces the ‘communicating vessels’ model, in
which family caregivers are supported by professional caregivers. In the final
chapter, Stephen Katz and Peter J. Whitehouse explore contemporary and emerg-
ing intergenerational ethics as a framework for anti-ageist practices and the future
planning of ageing societies. Their ‘Legacies, Generations, and Ageing Futures:
The Ethics of Intergenerativity’ also promotes The Intergenerational School (TIS)
as a learning community and an ethical model of intergenerativity.
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1 “Aseason to everything”?
Considering life-course
perspectives in bioethical and
public-health discussions on ageing

Mark Schweda’

About 15 years ago, the newly elected chairman of the German conservative
party’s youth organization declared in a newspaper interview that he did not
think it right that 85-year-olds should receive hip replacements paid for by the
welfare state. The German media as well as the public were scandalized. Col-
leagues accused the junior politician of advocating an ideology that destroys the
solidary structures of our community. And the minister of family affairs even
warned that a society that allowed such discussions was on its way to “a Brave
New World in which 60- or 65-year-olds were expected to take the death pill.”
(Schweda 2013, 149).

In retrospect, what appears striking in this debate is the disparity between
moral outrage and argumentative elaboration. Neither the young politician nor
his opponents actually made great efforts to substantiate their respective stances
on age-based limitations of medical care. What specifics of old age make it seem
acceptable (or not) to withhold medical treatment from the elderly that other citi-
zens are usually granted without any reservation? What exactly is it in senior
citizens’ conditions and situations that lets specifically hip replacement appear
dispensable (or not)? And why does an 85th birthday mark such a significant
threshold in a person’s life that their whole standing within the ‘welfare state’ is
fundamentally altered (or not)?

The controversy illustrates increasing socio-economic anxieties in ageing soci-
eties. On a more general level, it can also be regarded as a twofold example of
many contemporary public, political, and academic debates on ethical and public-
health questions in the context of ageing. On one hand, such questions gain rel-
evance and immediacy as demographic ageing and its consequences move to the
focus of political attention, media coverage, and public awareness. At the same
time, however, the corresponding debates often express a rather limited perspec-
tive on ageing and old age. Ageing is usually only considered and discussed
inasmuch as it poses a practical problem — that is, to the extent that it interferes
with the standardized, predefined, and desired course of things within the exist-
ing framework of clinical or health-policy practices and institutions. Thus, the
issues raised include the problem of meeting the special needs and requirements
of elderly, frail, and demented patients; the problem of making medical decisions
regarding the prolongation of life; or the problem of distributing limited health-
care resources in ageing societies (Fenech 2003).
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This contribution is based on the conviction that this problem-centered per-
spective is itself problematic. First, it considers only those aspects in ageing that
seem to pose the problems, and thus it hampers a more comprehensive under-
standing of the phenomenon as such in its interplay of biological, psychological,
and socio-cultural dimensions. At the same time, however, the problem-centered
perspective itself usually tacitly relies on certain implicit, often rather traditional
preconceptions and prejudices regarding ageing and the life course, thus slipping
questionable assumptions into the debate without further reflection or justifica-
tion. For example, the proposition to withhold hip replacements from the elderly
draws upon a forceful traditional image of old age that has prevailed and has been
taken for granted for such a long time that we have come to accept it as natural:
the frail, decrepit elderly. In fact, the aforementioned junior politician explicitly
acknowledged this traditional image in his interview when he added offhand that,
after all, elderly people, in the past, also used to walk on crutches. This finally
highlights a further serious issue of the problem-oriented perspective: it has a
tendency to frame ageing or the elderly themselves as the problem, thus reinforc-
ing negative stereotypes of old age and fostering ageism — that is, discrimination
against individuals due to their (advanced) age (Butler 2005).

In the following, I therefore argue for broadening the theoretical perspective. The
problem-oriented perspective has to be embedded in a more fundamental and com-
prehensive approach to ageing. Solving specific problems in bioethics and public
health in the context of ageing requires an explicit discussion about what it actually
means to age and to be old. I will argue that the so-called life course paradigm devel-
oped in the fields of developmental psychology and social sciences provides a suit-
able starting point for such a discussion. It allows for conceptualization of human
life as a socio-culturally standardized sequence of phases, stages, or steps, each
linked to a particular status as well as to specific roles, moral expectations, and life
prospects. To substantiate my claim, I first discuss a few more examples for the rele-
vance of implicit conceptions of ageing and the life course in contemporary bioethi-
cal debates on medical care and futility, on anti-ageing medicine and life extension,
and on age-based rationing of healthcare resources. I then introduce the life-course
perspective as a theoretical framework for the ethical analysis, reflection, and dis-
cussion of such conceptions. Two pertinent categories appear particularly useful
and productive from an ethical point of view: ‘age norms’ as normative standards
of age-appropriate behavior and ideals of ‘ageing well’ as evaluative standards of
personal self-fulfillment and flourishing at different stages of life. Finally, I discuss
benefits and challenges of a life-course approach to bioethics and public health,
concluding that ethical reasoning needs to appreciate and theoretically accommo-
date the normative implications of the temporal structure of human existence.

Implicit conceptions of ageing and the life course
in contemporary bioethical debates

As demographic ageing and its consequences move to the focus of public atten-
tion and to the center of public and media discourses, bioethical and public-health
questions regarding old age are gaining in relevance and urgency. After all, the
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general changes in most Western industrialized nations’ overall age structure have
a particularly pronounced impact on the field of medicine and healthcare. Those
belonging to the fastest-growing age groups of 65 years and older display an
especially high demand for medical services and products (Congressional Budget
Office 2014). They change the prevalent disease panorama and thus the focus
of medical research and practice (World Health Organization 2011). This con-
sequently also directs the attention of medical ethics and health policy toward
problems that become relevant in the context of providing care to the old and the
very old (Jecker 1992; Moody 1992; Wicclair 1993). In the respective debates,
at least three major thematic strands can be identified: The first revolves around
the adequate consideration of autonomy and care in physicians’ and caregivers’
interactions with elderly people (Agich 2003); the second, around the prospects of
well-being and a good, fulfilled life at old age in light of new medical possibilities
(Post and Binstock 2004); and the third, around the just distribution of healthcare
resources among different generations (Binstock and Post 1991). As the following
examples show, normative conceptions of ageing and the life course pervade and
inform many of these discourses.

Conceptions of ageing and the life course in the
debate on appropriate medical care

Social research clearly indicates that a person’s chronological age makes a signifi-
cant difference in medical practice and healthcare. Thus, there is evidence that, in
the UK, doctors have a tendency to not resuscitate older people (Ebrahim 2000).
Studies in the US found that the proportion of recommended healthcare patients
received declined with age (Asch et al. 2006). And an analysis of hospital-discharge
data from Germany’s largest public health-insurance company shows that older
individuals receive less costly treatment than younger ones with the same diseases
(Brockmann 2002). One explanation is that physicians simply withhold certain
kinds of medical measures from the elderly (Kapp 2002). This suspicion is sup-
ported by qualitative studies that indicate that age-related value judgments play
an important role in treatment decisions for the elderly — for example, the notion
that physical decline and, ultimately, death are somehow more natural and thus
also more acceptable at an older age (Ubachs-Moust et al. 2008). Indeed, it is
a common intuition that physical impairment and dying carry a different moral
weight at different points in life — for example, that it makes a difference whether
someone still has their whole life to live ahead of them or whether they have almost
completed it (Jecker and Schneiderman 1994). We would probably be perplexed
to read an obituary for a 97-year-old containing phrases like ‘died unexpectedly,’
‘untimely passing,” and ‘torn from the midst of life.” However, it is important to
acknowledge that the corresponding expectations and value judgments imply some
normative conception of ageing and the human life course.

Such implicit normative conceptions also play an important role in many aca-
demic bioethical debates on medical decision-making. Take, for example, the
central issue of determining the appropriate type and amount of care, usually dis-
cussed in terms of medical benefit and utility (or futility). Notwithstanding widely
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recognized claims to patient autonomy, most bioethicists agree that medical treat-
ment should be beneficial to the patient and that it is therefore legitimate to with-
hold or withdraw treatment that promises minimal or no benefit (Schneiderman
and Jecker 1990). Of course, the methods and criteria for determining the benefit
or futility of a given treatment option are notoriously unclear and controversial.
Statistical data indicating the probability of certain outcomes is often inconclu-
sive, leading to widely diverging prognoses (Gabbay 2010). Moreover, judging
treatment outcomes in terms of benefit or utility necessarily involves some sort of
normative standard. Thus, one of the most prominent measures of utility, the con-
cept of quality-adjusted life years (QALY), is based on the assumption that what
matters in healthcare is maximizing healthy life years. This rationale has been criti-
cized as inherently ageist since, statistically speaking, treatment of older individu-
als per se yields lower gains in both life years and well-being (Harris 1987). The
idea that there is a connection between age and medical futility may mirror imme-
morial patterns of the normal course of human life and corresponding traditional
notions of natural decline and inevitable death at old age (Tsuchiya 2000). Against
this background, the death of an elderly person may even be seen as the “paradigm
case” (Callahan 1977, 36) of a natural death. However, the mere empirical fact of
a certain statistically average life expectancy alone cannot justify the normative
decision to terminate a patient’s treatment. Indeed, a closer look reveals that the
‘natural death’ at old age only appears more acceptable due to a “biographical
standard” — that is, a normative conception of the life course suggesting that most
of a person’s history has “been achieved by that stage of life” and death now takes
its “proper place as a necessary link in the transition of generations” (Callahan
1987, 24f.). The underlying traditional image of human life as an ascending and
then descending curve that frames ageing as a natural process of decline, self-
containment, and acceptance of finitude may have seemed inevitable in the past.
In light of new technological possibilities and changing life plans, however, it is
increasingly contested.

Conceptions of ageing and the life course in the debate
on anti-ageing and life extension

Like under a magnifying glass, the sustained influence of such normative assump-
tions on ageing and the life course becomes particularly clear as soon as old age
itself shifts to the focus of biomedical interventions and, consequently, bioethical
discussions. This is the case in the highly controversial debates on so-called anti-
ageing medicine. Starting in the 1990s, the anti-ageing movement has advocated
biomedical methods to prevent or fight the effects of ageing — to decelerate, stop, or
even reverse the underlying processes of biological senescence — and radically pro-
long human life (Mykytyn 2006). Indeed, some of the more ambitious anti-ageing
protagonists explicitly announced that modern medicine is about to “forever alter
our very notion of age, life, disease, and death,” promising the “elimination of the
disability, deformity, pain, disease, suffering and sorrow of old age” (Klatz and
Goldman 2003, 13). According to them, “the traditional enfeebled, ailing elderly
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person” will soon be “a grotesque memory of a barbaric past” (Klatz and Gold-
man 2003, 13). The self-proclaimed British biogerontologist Aubrey de Grey even
speculated that “the first person to live to 1,000 might be 60 already” (2004).

Declaring a biomedical ‘war on old age’ apparently presumes that ageing is
some sort of disease that calls for medical treatment. In fact, this assumption is
spelled out in the statements of the American Academy of Anti-Ageing Medi-
cine, which explicitly addresses ageing as “a treatable medical condition” (Klatz
and Goldman 2003, 12). While the diagnosis and treatment of diseases have usu-
ally been based on age-relative standards for health and functionality, implying
a notion of age-associated decline as a natural physiological process, anti-ageing
protagonists demand the same standards be applied to the young and the elderly.
Under these premises, a process such as a decrease in hormone levels is no longer
considered as a normal sign of physiological ageing but as a kind of deficiency
syndrome calling for “hormone replacement therapy” (Klatz and Goldman 2003,
119). The ultimate consequence of this perspective is to view ageing itself and
even “death as an unnatural process” (Caplan 2005). In contrast to such positions,
opponents of anti-ageing usually insist that ageing is not a disease but a natural
process we have to accept, integrate, and shape in a meaningful way. Occasion-
ally, the experience of vulnerability, transitoriness, and mortality associated with
old age is regarded as an essential aspect of the human condition or even as some-
thing positive — for example, a constitutive condition of a meaningful life (Kass
2001). Anti-ageing advocates discredit the general view underlying such apolo-
gist ideas as a gerontological “death cult” (A4M 2002, 6) that glorifies decreasing
functionality, deteriorating quality of life, and ultimately death itself. They argue
that it is not acceptable to reject the benefits of scientific and technological prog-
ress based on subjective ‘yuck-factors’ and the traditional ‘pro-ageing trance’ (de
Grey 2005). According to them, this not only denies the elderly an equal right to
life, well-being, and self-fulfillment, but also epitomizes an ageist culture that
offers senior citizens no positive social roles and opportunities for personal devel-
opment, only “graceful accommodation” (Bostrom 2005), with decline, impair-
ment, and perishing. After all, an extension of the healthy lifespan would not only
provide people with opportunities to fulfill a greater number of desires, attain
more goods, and experience more pleasure, but also widen the scope for develop-
ing, experimenting, and realizing a whole series of different life plans and goals
(Gems 2003). Thus, traditional images of ageing and the life course are explicitly
challenged in the context of anti-ageing medicine (Vincent 2003).

Conceptions of ageing and the life course in the
debate on resource allocation

The influence of normative conceptions on ageing and the life course also is
becoming evident on the level of public-health and social policy. Against the
backdrop of medical progress, ageing populations, and shrinking budgets of pub-
lic healthcare systems, extensive public and policy debates have evolved around
the issue of just and economically reasonable allocation of healthcare resources
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in ageing societies (Binstock and Post 1991). With principles such as solidarity,
social justice, and Christian charity, these debates touch upon central forces of
social cohesion and the moral basis of modern social and welfare states. This may
be the reason why they are often led in such a fierce and controversial manner.
Especially the provocative idea of age-based rationing — that is, the restriction of
access to healthcare on the basis of (old) age, frequently arouses heated public dis-
cussion. Empirical research indicates that many of these debates are informed by
implicit conceptions of ageing and the life course. Indeed, the aforementioned dif-
ferences between the treatment of older and younger persons might be interpreted
as a symptom of informal age-rationing ‘at the bedside’ based on widespread
defeatist notions of ageing and old age (Schweda, Wohlke, and Inthorn 2015;
Ubachs-Moust et al. 2010).

As a matter of fact, some of the most important positions in the academic
bioethical debate on just allocation and age-based rationing also seem to draw
on normative conceptions of ageing and the life course (Agich 2001). One par-
ticularly prominent example is Daniel Callahan’s so-called natural lifespan
account. In his controversial book Setting Limits: Medical Goals in an Ageing
Society (1995 [1987]), Callahan denounced modern medical hubris and argued
for rationing medical interventions in old age. According to him, we have to
learn once again to accept that ageing and death are meaningful phases of the
life cycle instead of medically fighting them. Consequently, he argues that after
a fulfilled life beyond the “natural lifespan” (1995 [1987], 65) of about 80 years,
costly medical treatment to resist death and extend life should not be supported.
Instead, patients should receive good nursing and palliative care (1995 [1987],
137f.). Although this plea to recognize mortality and the limits of medical fea-
sibility might seem intuitively sensible, the argument is problematic. First of all,
it remains unclear why Callahan sets the limit at around 80 years. The number
seems somewhat arbitrary. But even if there were actually some objective natural
limit to the human lifespan, the mere fact alone would not support any normative
directives regarding resource allocation in healthcare. That something is the case
does not imply that it also should be the case. An additional, normative standard is
needed to draw any normative conclusions. Indeed, on closer inspection, it turns
out that Callahan’s natural lifespan account is based on a particular conception
of the good life: The ‘natural lifespan’ is acceptable since it leaves us with suf-
ficient time to accomplish the possibilities and discharge the responsibilities that
are deemed essential to a decent and fulfilled human life comprising “work, love,
the procreating and raising of a family, [. . .] the experience of beauty, travel, and
knowledge” (1995 [1987], 66). Apparently the argument presumes a conception
of the ideal life course concordant with the traditional image of the “three boxes
of life” (Bolles 1978): childhood and adolescence dedicated to socialization and
education, adulthood dedicated to reproduction and professional advancement,
and old age dedicated to social disengagement and contemplation. Regardless of
our personal stance toward this model, proposing general regulations based on
one specific vision of the good life contradicts some of our basic moral intuitions.
After all, the greater part of modern moral thought is based on the liberal and
egalitarian idea that, on principle, all people have prima facie the same moral
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status and value and the same rights and duties whatever their origin or particular
position. The Declaration of the Rights of Man and of the Citizen of 1789 stated
that “men are born and remain free and equal in rights.” With this in mind, to
withdraw or curtail the rights of certain people simply because of the contingent
fact of their date of birth appears just as gratuitous and unfair as discriminating on
the grounds of sex, race, or faith (Butler 2005).

In order to avoid such quandaries, John Harris (1985) has described an alterna-
tive approach to age-based rationing: the so-called fair innings argument (Har-
ris 1985, 91). The underlying image has been borrowed from sports, where an
inning denotes one segment of a game in which one side is batting, trying to score,
and the other is fielding or defending. And, in fact, Harris’s argument basically
stays within this metaphorical frame. According to him, everyone has the right to
a full inning of, say, 70 years in order to get “what can be got out of life” (Har-
ris 1985, 93). Someone who is denied such a complete course of life has to be
regarded as deprived. It is “a tragedy and a misfortune to be cut off prematurely”
(Harris 1985, 93). All further years lived, on the other hand, have to be considered
a fortunate extra — biographical stoppage time, so to speak. It may be pleasant to
live very long, but it is definitely “not a tragedy to die in old age” (Harris 1985,
93). Thus, under certain circumstances, “it would be morally defensible to pre-
fer to save the lives of those who ‘still have their lives before them’ rather than
those who had ‘already lived full lives’” (Harris 1985, 94). Again, this argument
seems to encapsulate moral common sense. But, again, it is more difficult to justify
this intuition. Once more, we have to ask how the concept of a ‘complete course’
regarding a human lifespan can be made concrete or quantified. Harris’s number
of 70 years seems rather random. After all, life expectancy in the US, to date, is
76.9 years for men and 81.6 years for women, and these numbers are rising. Who
would be satisfied with 70 years as a ‘full round,” given that the phase of the ‘third
age’ — with its promise of ‘late freedom,” second chances, and new life prospects —
has only just begun at that point? But even if we could indicate a specific number,
it would not follow that there is a moral duty to give up one’s own lifetime in favor
of younger people. First of all, the very idea of actually being able and justified to
dispose over one’s lifetime is far from self-evident. It presupposes the emergence
of a secure lifespan, which suggests that we have a justified expectation of and
moral claim to a certain amount of time. And even then, a redistribution of lifetime
budgets between elderly and young people seems plausible only against the back-
drop of social norms that suggest that adolescence and middle age are dedicated
to family, employment, growth, and personal fulfillment, while old age is left with
retirement, sacrifice, and self-denial in favor of coming generations (Rivlin 2000).

Norman Daniels (1985) has developed a third approach to distributing medical
resources. His basic liberalist conception explicitly claims validity independent of
different notions of the good life. Drawing on Rawls’s principle of equal opportuni-
ties, Daniels argues that in order for an individual to benefit from fair equal oppor-
tunities, certain physical preconditions, summarized in the concept of “normal
species functioning” (Daniels 1985, 33) must be fulfilled. Public healthcare thus
contributes to fair equal opportunities by maintaining or restoring normal human
functioning (Daniels 1985, 35). Although the basic structure of Daniels’s theory
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does not suggest any direct conclusions on age-based rationing, it is not indifferent
toward age. The basic notion of ‘normal species functioning’ is a bio-statistical
concept determined in relation to an organism’s objectives (self-preservation and
reproduction) and age groups (Boorse 1977). Different age groups have different
levels of normal functioning, so that physical or mental impairments or malfunc-
tions cannot be conceived as pathological conditions as long as they correspond
to the average functioning within the respective group. Healthcare for the elderly
thus has to be guided by different points of reference than care for the young. On
one hand, this may seem plausible: Speech problems in young children should be
regarded differently than those in adolescents or adults. However, the concrete
definition of the age groups and the organism’s essential objectives already presup-
pose a specific view on the development of human functioning over the life course.
Ultimately, Daniels’s concept assumes a natural diminishing of functioning and a
resulting decrease of opportunities with increasing age. The range of opportuni-
ties and perspectives that we grant someone to enjoy thus, in a way, carries an age
index and ultimately an ‘expiration date.” Accordingly, in a different context, Dan-
iels (1988) explicitly justifies age-based rationing under certain conditions. Inter-
estingly, his “prudential lifespan account” (Daniels 1988, 149) frames the problem
not in the sense of just allocation of resources between age groups but as the task
of distributing them sensibly with regard to an individual’s lifespan. In a thought
experiment, he argues that if we had to distribute available medical resources over
our own lifespan without knowing anything about our life expectancy and our
position in life, it would only be reasonable to allot the majority of goods to the
early and middle periods of life. On closer scrutiny, however, we can see that such
a calculation can count as prudent only within the traditional image of a life course
with adulthood as its climax and old age as its declining phase with nothing much
to hope for. Knowing about the rise in life expectancy, the prolonged period of old
age with a greater need for resources later in life, and higher demands and stan-
dards for old age, one might in fact plan very differently today.

Introducing life-course perspectives to ethical reasoning

As it turns out, many contemporary bioethical and public-health debates presup-
pose certain conceptions of ageing and the human life course. Traditional images
of a ‘natural lifespan’ and the ‘three boxes of life’ play an especially important
role. They usually describe an ascending and then descending curve that starts
with upbringing and education in childhood and adolescence, progresses through
employment and reproduction in adulthood, and finally fades into a short period
of old age characterized by retirement and decline. However, these images are
rapidly losing ground.

Social research shows that the long-known temporal shape and course of life is
eroding. Due to increasing life expectancy and demographic ageing, we as indi-
viduals and as a society, so to speak, have grown out of the corset of traditional
standard biographies. A “fresh map of life” (Laslett 1991) emerges on which the
phase of old age is not only temporally extended but also differentiated. Today
we envisage a ‘third age’ that basically seems to continue the life of late maturity,



Considering life-course perspectives 19

with its emphasis on activity and social participation, and a ‘fourth age’ charac-
terized by failing health, progressive frailty, and increasing need for help (see
Hopflinger as well as Higgs and Gilleard in this volume). At the same time, our
traditional ideas and orientations concerning old age carry less and less force.
The classical industrial society’s model of ageing in light of retirement, deserved
repose, and impending demise loses ground. The ‘greying of the baby boomers,’
with their pronounced orientation toward personal fulfillment and social engage-
ment, is overturning traditional patterns of ageing and old age (Pruchno 2012).
On the other hand, there is still a lack of established role models and generally
accepted social rules for the emerging society of old age. In fact, in the wake of
demographic ageing, a “structural lag” (Riley et al. 1994) has been diagnosed:
a growing discrepancy between, on one hand, social roles and occupations tra-
ditionally assigned to the later phase of life and, on the other hand, rising life
expectancy. Some warn that “[w]e are gaining time and space but we do not have
any images and texts. Our culture has not prepared us. [. . .] Our ancestors have
not planted anything in our imagination, they have not built and thought or written
anything for an old age which lasts long and in which we are all old” (Schirrm-
acher 2004, 104 [own translation]).

As outdated patterns and images of ageing are dissolving, the temporal course
of human life loses its semblance of naturalness and reveals its normative dimen-
sion as a path significantly shaped and standardized by socio-cultural parameters.
Traditionally, it has been the task of ethics to reflect on questions of our moral
orientations in view of their meaning and justification. Insofar, the outlined range
of norms shaping the life course would definitely fall in its field of competence,
especially as their significance and legitimacy seem to be increasingly called into
question. However, philosophical as well as applied ethics have done remark-
ably little to engage with the elementary fact that human beings do age. Although
there may be famous reflections on the advantages and disadvantages, virtues and
vices of old age, there has been almost no fundamental and systematic reflection
on what it means for ethical theorizing as such that human life is determined by
a specific temporal structure and course marked by certain fundamental and far-
reaching changes (Small 2007).

A first starting point to tackle this question is provided in developmental psy-
chology and the social sciences: the life course perspective. Without going into
the details of the different strands and schools of life-course research (Hagestad
and Neugarten 1985; Levy et al. 2005; Mortimer and Shanahan 2007; O’Rand and
Krecker 1990), the general approach can be characterized by two central premises:
First, individual life is a sequence of phases, thresholds, and trajectories essentially
structured by socio-cultural norms, each tied to a particular status and specific roles,
expectations, and possibilities. Second, individuals appropriate this social segmen-
tation and schematic course as a ‘social clock,” a biographical timetable providing a
subjective frame of reference for value judgments, life decisions, and choices.

This perspective has important implications. First, it means that the course
of people’s lives is not just naturally structured into a certain shape and differ-
ent stages. Rather, the continual biological progress of life unfolds between the
poles of individual predispositions, situations, and attitudes, on one hand, and the
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orienting, regulating, and controlling influence of a kind of socially institutional-
ized and individually internalized biographical norm, on the other. In other words,
the course of human life must be considered a social construct standardized
through socio-cultural norms and subjected to historical and cultural variations
(Hareven 1996; Holstein and Gubrium 2000). Accordingly, history and ethnol-
ogy study life-course patterns and age-group systems in different cultures and
their frequently hierarchical generational structures and rites of passage (Hareven
1996; Holmes and Holmes 1995). Developmental psychology investigates the
(self-)ascription and subjective experience of different age roles and phases of
transition in connection with personal well-being and health, appearance, behav-
ior and lifestyle, or place within familial and societal generations (Pulkkinen and
Caspi 2002). Sociology examines modern biographies structured by the demands
of industrial society, its working world, and welfare-state administration (Giele
and Holst 2004). And humanities and cultural studies analyze the symbolic rep-
resentations of life, ranging from ancient notions of a cyclical process embedded
in cosmological cycles, to the medieval linearization of the individual ‘journey
of life’ modeled on Christian ideas of pilgrimage and salvation, to modernity’s
stages of life shaped by humanistic ‘Bildung’ and the early-bourgeois career lad-
der (Bedford, Davis, and Kelly 2007; Gilchrist 2012).

From an ethical point of view, another implication of the life-course perspective
is of particular interest: The life course not only represents certain social regulari-
ties, objective patterns which can be traced in statistical socio-demographic research
on individual lives, but also embodies a set of rules, subjective measures and norms
according to which the individual will order his or her actions and life choices and
which can be explored through opinion surveys and qualitative studies. Although
the interrelation and relative weight of these two perspectives in sociological life-
course research is controversial (Dannefer 1996), it seems plausible to assume that
they influence each other. On one hand, statistically normal, widespread behavioral
patterns can take on normative, orienting significance for individuals. On the other,
normative conceptions of an appropriate or ideal life course can certainly spread to
the extent that they exert an influence on the dominant behavioral and life-course
patterns within society so that they become statistically significant. From an ethi-
cal perspective considering the classical distinction between prescriptive and eudai-
monistic ethics (Anscombe 1958), two concepts from life-course research appear
particularly pertinent and productive: first, age norms as normative standards of
age-appropriate behavior and, second, ideals of ageing well as evaluative touch-
stones for shaping later stages of life. In the following, I outline each of these two
life-course concepts and point out their ethical significance.

Prescriptive ethics and the normative standards
of age-appropriate behavior

Prescriptive ethics underpins the larger part of modern moral philosophy. It is
concerned with formulating, justifying, and applying moral norms — that is, uni-
versally binding rules for morally acceptable behavior. In short, the prescriptive
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perspective comprises the whole field of actions that we may expect from or owe
to each other — that is, which are morally prohibited, allowed, or required in our
relationships and interactions with each other.

In the field of sociological life-course research, this perspective corresponds to
the so-called age norms (Neugarten et al. 1965; Maines, Neugarten, and Passuth
1987). These are standards of age-appropriate behavior and thus determine which
actions have to be regarded as appropriate or inappropriate, imperative, permis-
sible or prohibited, commendable or reprehensible at a specific age or life stage.
Such age norms are exemplarily expressed vis-a-vis a young child, a teenager, a
middle-aged adult, or an elderly person when they are told to ‘act their age’ (Laz
1998). Thus, while we would tolerate a 3-year-old girl making a scene in public
when she cannot have her way, we would hardly accept this in a 15-year-old
teenager or a 20-year-old apprentice, but, under certain circumstances, we would
respect a 54-year-old chief executive or a 78-year-old patriarch doing the same.

For the most part, social age norms are rather informal. They are implicit
and subtle expectations toward groups that are not exactly and chronologically
defined, such as ‘the young child’ or ‘older woman.” They include general con-
ventions of politeness, decency, and propriety — for example, referring to style of
clothing or partner choice, which, if disregarded, would only be sniffed at or met
with a shake of the head. Thus, the survey used by Neugarten (1965) in her large-
scale study on age norms in US society contained questions on the appropriate age
for a woman to wear a bikini at the beach or to consider having another child and
the appropriate age for a man to prefer living with his parents rather than in his
own apartment (Neugarten 1965, 731). But age norms also range to strict moral
norms whose violation is severely condemned and can bring on serious social
sanctions. Sometimes a system of interlocking age norms organizes the interac-
tion of members of different age groups — for example, who should offer a seat to
whom on public transport, or how financial resources and the obligations of care
and maintenance should be distributed between members of different generations.
Meanwhile, the age of consent and marriage as well as the intergenerational con-
tracts presumed in many social policies already belong to the field of formalized
age norms. These are explicit, sometimes juridically codified, rules that refer to
chronologically determined age limits and that are reinforced by sanctions (Rup-
pert 2010). Examples are the right to vote, reaching legal age, and driving a motor
vehicle, but such rules also include the obligation to vacate one’s position at retire-
ment age, as well as the accompanying legal claim to public retirement benefits.
In the bioethical debate, fixed chronological age limits that regulate children’s
legal competence to give informed consent to medical treatment are increasingly
being criticized (Kuther 2003).

That age norms show considerable historical and cultural variability seems to
be obvious and has been pointed out in research time and again. Thus, it is strik-
ing that many traditional cultures segment and ascribe stages of life not from
the point of view of chronological time but rather according to an individual’s
position in the reproductive cycle or the succession of generations (Holmes
and Holmes 1995, 50f.). According to this calculation, for example, a relatively
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young person may be seen as ‘old’ if she already has children or grandchildren.
Moreover, rights and obligations ascribed to age vary. For some tribal communi-
ties, a progressive deprivation of rights of old people, right up to a consensual
ritual senicide, is reported (Holmes and Holmes 1995, 107). In contrast, people
in gerontocratic communities acquire more rights and privileges with age, some-
times by transforming real power into social prestige in the form of honors, eulo-
gies, and distinctions (Holmes and Holmes 1995, 107). Furthermore, the degree
and extent according to which societies regulate the age-appropriate behavior of
their members may vary. With view to late modern postindustrial societies, a pro-
gressive relaxation and increasing loss of significance of traditional age standards
is frequently witnessed. Age deviations in marriage and professional careers are
deemed less offensive (Maines, Passuth, and Neugarten 1987). Against this back-
ground, the development of an “age-irrelevant society” (Neugarten 1996) leveling
any moral or political significance of age has been predicted. This outlook cor-
responds to the vision of a “post-modern life course” (Featherstone 1991) con-
structed without regard to traditional age norms and models of life. However, as
fierce controversies on medical innovations such as reproductive technologies for
postponing motherhood show, the sustained influence of (frequently gendered)
age norms should not be underestimated (Biihler 2015).

From the perspective of the egalitarian universalism of modern moral philos-
ophy, there seem to exist only two possibilities to consider age norms and the
unequal age-related treatment they imply (Cole 1983). Either this difference in
treatment can be morally justified with reference to egalitarian principles or it
is to be criticized and rejected as a form of arbitrary discrimination. An example
for the first possibility are certain egalitarian arguments in the aforementioned
debate concerning a just distribution of resources in healthcare. Thus, accord-
ing to the ‘fair innings’ argument, it can be morally acceptable to grant scarce
medical resources to younger rather than older people in order to provide them
a fair chance to complete a full lifespan (Harris 1985, 93f.). Consequently, this
argument justifies a difference in treatment according to chronological age if it
contributes to establishing equal treatment in a morally more important respect — in
this case, the lifetime to be lived (Harris 1994). If such morally decisive respects
of equal treatment cannot be identified, unequal treatment on the basis of age
seems baseless from an egalitarian point of view and thus just as arbitrary and
unjust as discrimination on account of gender, class, or race.

However, this narrow view is overhauled as soon as one leaves the pertain-
ing theoretical perspective behind. In the course of more recent critical discus-
sion of egalitarianism, a number of non-egalitarian approaches developed that
deny that the normative core of moral justice indeed lies in the comparativist
idea of equal treatment of individuals in relationship to one another. Instead they
campaign for a somewhat absolutist notion of appropriateness for the particular
case in question — for example, based on aspects of need, sufficiency, or merit
(Steinhoff 2015). If we do not discard existing social age norms as unjust a priori
but seek to ponder their content in an open and unbiased discussion, the specifici-
ties of different life stages could be considered in a similar way. Of course, such
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reasoning would have to refer to the findings of the relevant empirical sciences
for example, developmental biology or developmental psychology — in order to
avoid simply repeating popular myths, conventional prejudices, or ideological
stereotypes concerning certain age groups. On the other hand, it must not degener-
ate into a biological or psychological positivism or reductionism, since the moral
relevance of factual age characteristics, respectively differences, could never be
made plausible from this perspective. A way out of this dilemma could be offered
by the theoretical framework of internal realism, which strives for a systematic
integration of scientific information and the historical manifestations of our ongo-
ing cultural self-reflection and self-interpretation as human beings — for example,
mythology, literature, and the arts (Nussbaum 1992). At least, such an approach
could help us acknowledge and clarify the significance of biographical age norms
in our moral deliberations.

Eudaimonistic ethics and the evaluative ideals of ageing well

In the last decades, philosophers have increasingly criticized the almost exclu-
sively prescriptive approach of modern moral philosophy. This has led to a revival
of ancient eudaimonistic models of ethical deliberation based on categories of vir-
tue or the good life. Their theoretical perspective can be described as teleological-
evaluative in the sense that they are not primarily concerned with the justification
of universal norms governing our interactions but rather consider the value of the
aims we pursue in our practices and lives. Eudaimonistic ethics thus asks about
what has to be regarded as prudent and desirable in the context of a good life com-
prising aspects of happiness as well as of self-fulfillment and human flourishing.

In psychological and sociological life-course research, the teleological-evaluative
perspective seems to correspond to ideals of ageing well. One prominent example
is the idea of successful ageing, which marks a central field of research in con-
temporary gerontology (Pruchno 2015). In the respective debates, however, the
actual goal or decisive standard against which the ‘success’ of ageing is measured
is often taken for granted (usually involving certain uncritically adopted medi-
cal, psychological, or sociological notions of physical functioning, psychological
well-being, or social adaptation). Similar to analogical conceptions of childhood
in pedagogy, gerontological concepts of successful ageing hence frequently turned
out to mirror the society and the value systems of their time, whether they recom-
mended social disengagement in the early 1960s or continuing activity in the 1970s
(Bearon 1996). In comparison, a philosophical reflection has to dig deeper: It has
to address the goals and standards of ageing well as such and in general, and it
has to discuss why and to what extent they can actually be considered desirable or
definitive (see Rentsch in this volume). Of course, such a perspective must incor-
porate the entire range of empirical results of gerontology, albeit without already
drawing any evaluative or normative conclusions from them.

It seems surprising that the teleological-evaluative perspective on the good life
has generally given little consideration to the internal temporal structure of human
life. After all, life is not a monolithic block or a permanent, stationary state but a
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process in time, characterized by a specific temporal duration and course. Indeed,
we usually speak not so much of the good life as such and in general but consider
different ideas of a good life (in terms of subjective happiness and objective flour-
ishing) for different stages of life. For example, a good childhood is frequently
associated with perceptions of a carefree existence and autotelic activities such as,
above all, playing, where certain assumed traits of the child as embodiment of an
original and unadulterated existence become manifest (Ariés 1962). By contrast,
adulthood is usually characterized by instrumental activities and tasks in support
of responsibilities and objectives in the context of one’s professional career, fam-
ily life, and public functions (Hudson 1999). For the higher age, traditional per-
spectives of social disengagement and separation are relevant, often going hand
in hand with a life dedicated to reminiscence, theoretical contemplation, or spiri-
tual opening (Tornstam 2005). Of course, these ideals are remnants of an epoch
already vanishing. As mentioned above, the course and segmentation of human
life, as well as the meaning given to its different stages, are changing. Currently,
this is becoming particularly clear with regard to the phase of old age, whose
expansion and inner differentiation involves higher expectations and an increas-
ing need of significant roles and fulfilling life perspectives (Riley et al. 1994).

Regardless of specific ideals for different life stages, the fundamental temporal
structuredness of human life entails certain general and formal conditions for any
ethical analysis of the good life. This includes the seemingly trivial fact that the dif-
ferent phases of life follow each other and therefore stand in a certain consecutive
relationship and order. In this sense, human life constitutes a temporally structured
whole, comparable to a literary narrative or a musical composition. Its individual
components cannot be moved, rearranged, shortened, extended, or exchanged with-
out changing the identity and meaning of the whole, much like, for example, the
beginning of a novel or the final chord of a symphony. Accordingly, the temporality
of human existence appears to be decisive for the question of the good life, since
life’s success or failure not only depends on the summary realization of certain
general goals but is bound to a specific coherent sequence of their achievement. The
different phases of life build on each other, thus successively forming a structured
and meaningful biographical texture (Kauppinen 2012). This includes, for example,
the idea of a prime of life — common to classical ethics — a zenith or peak, where
all of a person’s capabilities and possibilities are developed to the fullest extent, or
the consoling thought that life moves toward a final meaningful closure in the end,
thus becoming a complete, well-rounded whole. The moral significance of such
meaningful biographical structures is often neglected in bioethics — for example, in
the debates on anti-ageing medicine and life extension, which typically dwell on the
purely additive question of whether more life is better. In any case, it is important
to note that biographical meaning is not simply a given fact. Rather, it has to be
produced by the individual herself in the face of variable biographical discontinui-
ties, transitions, changes, and disruptions that question the unity of the person and
the wholeness of her life. In this context, special relevance must be attributed to the
narrative construction of connections through which single events and phases can
be incorporated into an overarching biographical storyline (Baars 2012).
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Finally, the temporal succession of life phases results in a certain fundamental
directionality and irreversibility of human life as a whole. There is simply no
way back into past phases of life such as childhood or youth. What happened
then is irrevocable and cannot be reversed. It forms the inevitable starting point
from which everything proceeds. Life — as Kierkegaard says — must be lived for-
ward. Different conclusions can be drawn from this temporal directionality. On
one hand, psychoanalytical models and empirical research suggest that especially
in early life phases people experience fundamental and far-reaching imprints that
in some circumstances can be determining for one’s entire future life. On the other
hand, the temporal directionality of life accounts for a certain path dependency
and an increasing determinacy of its course. Initially, there seems to be an unlim-
ited number of possibilities available to the individual, but with each decision and
each turn, a course is set that increasingly narrows the range of future choices
and leads to an ever-increasing degree of determinacy. In any case, the common
equalization of children and old persons — for example, in bioethical debates on
mental capacity and proxy decision-making, becomes problematic as soon as we
take the essentially temporal structure of human life seriously. And finally, the
irreversibility of life once lived establishes the gravity of human existence, which
as such does not provide for a tolerable hypothetical or tentative state. There is
no grace period, learning phase, or dress rehearsal. With each lived moment, life
time has already irretrievably passed and thus definitely counts. Only against this
backdrop do the biographical drama of fundamental existential crises and indi-
viduals’ desperate efforts to make the most of their lives become comprehensible.
Strangely enough, this uniqueness and irreversibility of the individual process of
life is often ignored in bioethical reasoning — for example, when it comes to utili-
tarian calculations of abstract time budgets in the debate on the cost-efficiency of
medical treatment (Harris 1987).

Conclusion: toward an ethics of the life course

The public controversy about hip replacements for the elderly, as well as the exam-
ples from academic debates on medical futility, life extension, and age rationing,
illustrate the importance of normative conceptions of ageing and the life course in
bioethical discourse. Traditional images of the natural curve and the ‘three boxes’
of life play an especially important role. At the same time, current developments
draw attention to the problematic lack of reflection and justification of such con-
ceptions. As traditional images of ageing and the life course begin to lose their
common acceptability and become subject to doubt, controversy, and renegotia-
tion, they forfeit their semblance of self-evident naturalness and reveal their genu-
inely normative character.

Under these circumstances, ethics can no longer simply presuppose certain
existing life-course patterns as though they were manifestations of some objec-
tive order of things. Instead, we have to acknowledge their normative origin and
implications and raise them to the level of explicit ethical appreciation and discus-
sion. After all, far from making ethical reflection obsolete, the fact that traditional
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binding models of life give way to a multitude of possible biographical orien-
tations only makes it more necessary. The first task of such systematic ethical
reflection would be a critical one by uncovering biases and stercotypes of old age
in order to challenge them and expose them to scrutiny. Yet, in doing so, it would
not be sufficient to simply counter negative stereotypes of old age with more
positive ones — for example, to replace ageist images of decrepit dodderers with
today’s active and attractive “young old’ seniors. Rather than replacing one biased
stereotype of old age with another, thus merely reversing the value system that
informs ethical discourse, we need to achieve a profound understanding of what
it actually means from an ethical perspective to age and to be old. In this sense,
the necessary reflection entails the constructive task of developing a conceptual
framework that allows for discussing the central significance of ageing in the
context of bioethical and health-policy issues. As I have argued in this chapter,
the life-course perspective constitutes a promising starting point for both tasks.
On one hand, it provides suitable theoretical categories for the critical analysis of
normative conceptions of human life and its stages and passages. On the other,
it offers constructive theoretical perspectives for conceptualizing the normative
implications of the temporal extension and structure of human existence in a fine-
grained and comprehensive manner.

In two respects, these considerations point beyond the context of the specific ques-
tions discussed in this chapter. First, it seems plausible that normative life-course
concepts not only impinge on bioethical debates about old age but play an important
role regarding other phases of life. This particularly concerns considerations of the
other end of life — childhood and adolescence — which is also often shaped by certain
normative conceptions (Wiesemann 2016). But ultimately, it affects the bioethical
discourse as such and in general. Whenever human life is presumed to be structured
into specific segments or certain images of life phases — with their associated needs,
priorities, rights, and responsibilities at stake — the significance and justification
of such a presumption deserve closer examination. In this regard, bioethics is still
confronted with numerous unresolved theoretical issues. Indeed, many bioethical
considerations seem to be implicitly based on a certain image of adulthood and
its specific demands, capabilities, and perspectives defining the normal moral sub-
ject and framing both childhood and old age as mere special cases or, normatively
speaking, as deficient and deviant modes of human existence (Holm 2013).

Secondly, considering the significance of normative conceptions of the life course
transcends the problems discussed here in the field of applied area-specific ethics
and directs us toward key questions within philosophical ethics as such. Keeping
in mind that ethics is traditionally conceived as a reflection on the normative and
evaluative principles of morally acceptable actions and desirable ways of life, it
seems surprising that philosophers have hardly engaged in a systematic manner
with the norms and values pertaining to the temporality, structure, and segmentation
of human life. Of course, there are famous works discussing the advantages and
disadvantages, vices and virtues of certain life stages — for example, Enlightenment
and neo-humanist writings on childhood and education such as Rousseau’s Emile,
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or Cicero’s and Seneca’s ancient virtue ethical tracts on old age. However, these
reflections usually still take the life course as a given, indispensable fact. There is
almost no general reflection on the temporal structure of human life as a central sub-
Jject of ethical discussion. What does it mean for ethical thought that human actions
and lives are essentially determined by certain inevitable and irreversible changes
over the life course? How far is it justified to have different moral expectations of
people at different stages of life and thus apply different standards of need, suf-
ficiency, acceptability, appropriateness, deservingness, or fulfillment over the life
course? What is the role of specific images, conceptions, expectations, and norms
regarding childhood, adolescence, adulthood, and old age? And how can we appro-
priately reflect these aspects and systematically integrate them into ethical theory?
If ethics is still concerned with the reflection of our moral orientations and practices,
it has to address these questions and thus engage with the attendant age norms and
biographical ideals in order to foster an open debate on their significance and jus-
tification. In this sense, what we need is not a specific ethics of ageing — an ethics
for old people, so to speak — but an appropriate ethical appreciation of the temporal
dimension and structure of human existence as such and in general.

Note

1 I'would like to thank Larissa Pfaller (Erlangen/Hamburg), Silke Schicktanz (Gottingen),
and Nitzan Rimon-Zarfaty (Beer-Sheba) for helpful comments and suggestions.

References

Agich, G. J. 2001. “Implications of Aging Paradigms for Bioethics.” In Aging: Culture,
Health, and Social Change, edited by D. N. Weisstub, D. C. Thomasma, S. Gauthier, and
G. F. Tomossy, 15-28. Dordrecht: Springer Netherlands.

Agich, G. J. 2003. Dependence and Autonomy in Old Age: An Ethical Framework for
Long-Term Care. Cambridge: Cambridge University Press.

American Academy of Anti-Aging Medicine. 2002. Official Position Statement on the
Truth about Human Aging. A4M (www.worldhealth.net/pdf/OfficialStatement Truth-
Aging-Intervention.pdf).

Anscombe, G. E. M. 1958. “Modern Moral Philosophy.” Philosophy 33 (124):1-19.

Ariés, P. 1962. Centuries of Childhood: A Social History of Family Life. Translated by
Robert Baldick. New York: Knopf.

Asch, S. M., E. A. Kerr, J. Keesey, J. L. Adams, C. M. Setodji, S. Malik, and E. A. McG-
Iynn. 2006. “Who Is at Greatest Risk for Receiving Poor-Quality Health Care?” New
England Journal of Medicine 354:1147-1156. doi: 10.1056/NEJMsa044464.

Baars, J. 2012. Aging and the Art of Living. Baltimore: Johns Hopkins University Press.

Bearon, L. B. 1996. “Successful Aging: What Does the ‘Good Life’ Look Like?” The Forum 1 (3)
(online).

Bedford, R., L. Davis, and P. Kelly. 2007. Early Modern English Lives: Autobiography and
Self-Representation, 1500—1660. Farnham: Ashgate.

Binstock, R. H., and S. G. Post, eds. 1991. Too Old for Health Care: Controversies in
Medicine, Law, Economics, and Ethics. Baltimore: Johns Hopkins University Press.


http://www.worldhealth.net/pdf/OfficialStatement_Truth-Aging-Intervention.pdf
http://www.worldhealth.net/pdf/OfficialStatement_Truth-Aging-Intervention.pdf

28 Mark Schweda

Bolles, R. N. 1978. The Three Boxes of Life and How to Get out of Them: An Introduction
to Life/Work Planning. Berkeley, CA: Ten Speed Press.

Boorse, C. 1977. “Health as a Theoretical Concept.” Philosophy of Science 44 (4):542-573.

Bostrom, N. 2005. “The Fable of the Dragon Tyrant.” Journal of Medical Ethics 31:273-277.

Brockmann, H. 2002. “Why Is Less Money Spent on Health Care for the Elderly than for
the Rest of the Population? Health Care Rationing in German Hospitals.” Social Science
and Medicine 55:593-608. doi: 10.1016/S0277-9536(01)00190-3.

Biihler, N. 2015. “Imagining the Future of Motherhood: The Medically Assisted Extension
of Fertility and the Production of Genealogical Continuity.” Sociologus 65 (1):79-100.

Butler, R. 2005. “Ageism: Looking Back over My Shoulder.” Generations 29 (3):84-86.

Callahan, D. 1977. “On Defining a ‘Natural Death’.” Hastings Center Report 7 (3):32-37.

Callahan, D. 1987. “Terminating Treatment: Age as a Standard.” Hastings Center Report 17
(5):21-25.

Callahan, D. 1995 [1987]. Setting Limits: Medical Goals in an Aging Society with “A
Response to my Critics”. Washington, DC: Georgetown University Press.

Caplan, A. L. 2005. “Death as an Unnatural Process.” EMBO Reports 6 (1):72-75.

Cole, T. 1983. “The ‘Enlightened’ View of Aging. Victorian Morality in a New Key.” Hast-
ings Center Report 13 (3):34-40.

Congress of the United States/Congressional Budget Office. 2014. The 2014 Long-Term
Budget Outlook. Washington, DC: Congressional Budget Office (www.cbo.gov/publication/
45471).

Daniels, N. 1985. Just Health Care. Cambridge: Cambridge University Press.

Daniels, N. 1988. Am I My Parents’ Keeper? An Essay on Justice between the Young and
the Old. New York: Oxford University Press.

Dannefer, D. 1996. “The Social Organization of Diversity, and the Normative Organization
of Age.” The Gerontologist 36:174—177.

Ebrahim, S. 2000. “Do Not Resuscitate Decisions: Flogging Dead Horses or a Digni-
fied Death?” British Medical Journal 320:1155-1156. doi: http://dx.doi.org/10.1136/
bmj.320.7243.1155.

Featherstone, M., and M. Hepworth. 1991. “The Mask of Aging and the Postmodern Life
Course.” In The Body: Social Process and Cultural Theory, edited by M. Featherstone,
M. Hepworth, and B. Turner, 371-390. London: Sage.

Fenech, F. F. 2003. “Ethical Issues in Ageing.” Clinical Medicine 3 (3):232-234.

Gabbay, E., J. Calvo-Broce, K. B. Meyer, T. A. Trikalinos, J. Cohen, and D. M. Kent. 2010.
“The Empirical Basis for Determinations of Medical Futility.” Journal of General Inter-
nal Medicine 25 (10):1083-1089.

Gems, D. 2003. “Is More Life Always Better?: The New Biology of Aging and the Mean-
ing of Life.” Hastings Center Report 33 (4):31-39.

Giele, J. Z., and F. Holst, eds. 2004. Changing Life Patterns in Western Industrial Societies.
Oxford: Elsevier.

Gilchrist, R. 2012. Medieval Life: Archaeology and the Life Course. Woolbridge: Boydell
Press.

Grey, A. de. 2004. “We Will Be Able to Live to 1000.” BBC News (3 December). http://
news.bbc.co.uk/2/hi/uk/4003063.stm.

Grey, A. de. 2005. “Life Extension, Human Rights, and the Rational Refinement of Repug-
nance.” Journal of Medical Ethics 31:659-663.

Hagestad, G. O., and B. L. Neugarten. 1985. “Age and the Life Course.” In Handbook of’
Aging and the Social Sciences, edited by R. H. Binstock and E. Shanas, 35-61. New
York: Van Nostrand Reinhold.


http://dx.doi.org/10.1136/bmj.320.7243.1155
http://news.bbc.co.uk/2/hi/uk/4003063.stm
http://news.bbc.co.uk/2/hi/uk/4003063.stm
http://dx.doi.org/10.1136/bmj.320.7243.1155
http://www.cbo.gov/publication/45471
http://www.cbo.gov/publication/45471

Considering life-course perspectives 29

Hareven, T. K., ed. 1996. Aging and Generational Relations over the Life Course: A His-
torical and Cross-Cultural Perspective. Berlin: De Gruyter.

Harris, J. 1985. The Value of Life. London: Routledge.

Harris, J. 1987. “QALY{fying the Value of Life.” Journal of Medical Ethics 13 (3):117-123.

Harris, J. 1994. “Does Justice Require That We Be Ageist?” Bioethics 8 (1):74-83.

Holm, S. 2013. “The Implicit Anthropology of Bioethics and the Problem of the Aging
Person.” In Ethics, Health Policy and (Anti-)Aging: Mixed Blessings, edited by M.
Schermer and W. Pinxten, 59—71. Dordrecht: Springer Netherlands.

Holmes, E. R., and L. D. Holmes. 1995. Other Cultures, Elder Years. Thousand Oaks: Sage.

Holstein, J. A., and J. F. Gubrium. 2000. Constructing the Life Course. Dix Hills, NY: Gen-
eral Hall.

Hudson, F. M. 1999. The Adult Years: Mastering the Art of Self-Renewal. San Francisco:
Jossey-Bass.

Jecker, N. S. 1992. Aging and Ethics: Philosophical Problems in Gerontology. Totowa,
NJ: Humana.

Jecker, N. S., and L. J. Schneiderman. 1994. “Is Dying Young Worse Than Dying O1d?”
The Gerontologist 34 (1):66-72.

Kapp, M. B. 2002. “Health Care Rationing Affecting Older Persons: Rejected in Principle
but Implemented in Fact.” Journal of Aging and Social Policy 14:27-42. doi: 10.1300/
J031v14n02_02.

Kass, L. 2001. “L’Chaim and Its Limits. Why Not Immortality?” First Things 113:17-24.

Kauppinen, A. 2012. “Meaningfulness and Time.” Philosophy and Phenomenological
Research 84 (2):345-377.

Klatz, R., and R. Goldman. 2003. The New Anti-Ageing-Revolution: Stopping the Clock for
a Younger, Sexier, Happier You. North Bergen, NJ: Basic Health Publications.

Kohli, M. 2007. “The Institutionalization of the Life Course: Looking Back to Look
Ahead.” Research in Human Development 4 (3-4):253-271.

Kuther, T. L. 2003. “Medical Decision-Making and Minors: Issues of Consent and Assent.”
Adolescence 38 (150):343-358.

Laslett, P. 1991. A Fresh Map of Life: The Emergence of the Third Age. Cambridge, MA:
Harvard University Press.

Laz, C. 1998. “Act Your Age.” Sociological Forum 13 (1):85-113.

Levy, R., P. Ghisletta, J.-M. Le Goff, D. Spini, and E. Widmer, eds. 2005. Towards an
Interdisciplinary Perspective on the Life Course. Oxford: Elsevier.

Maines, D. R., P. M. Passuth, and B. L. Neugarten. 1987. “Age Norms and Age Constraints
Twenty Years Later.” Psychology Today 176:29-33.

Moody, H. R. 1992. Ethics in an Aging Society. Baltimore/London: Johns Hopkins Uni-
versity Press.

Mortimer, J. T., and M. J. Shanahan, eds. 2007. Handbook of the Life Course. New York/
Boston/Dordrecht/London/Moscow: Kluwer.

Mykytyn, C. E. 2006. “Anti-Aging Medicine: A Patient/Practitioner Movement to Rede-
fine Aging.” Social Science and Medicine 62 (3):643—653.

Neugarten, B. L. 1996. “The Young-Old and the Age-Irrelevant Society.” In The Mean-
ings of Age: Selected Papers, edited by B. L. Neugarten, 34-46. Chicago: University of
Chicago Press.

Neugarten, B. L., J. W. Moore, and J. C. Lowe. 1965. “Age Norms, Age Constraints, and
Adult Socialization.” American Journal of Sociology 70 (6):710-717.

Nussbaum, M. C. 1992. “Human Functioning and Social Justice: In Defense of Aristotelian
Essentialism.” Political Theory 20 (2):202-246.



30 Mark Schweda

O’Rand, A. M., and M. L. Krecker. 1990. “Concepts of the Life Cycle: Their History, Mean-
ings, and Uses in the Social Sciences.” Annual Review of Sociology 16:241-262.

Post, S. G., and R. H. Binstock, eds. 2004. The Fountain of Youth: Cultural, Scientific and
Ethical Perspectives on a Biomedical Goal. New York: Oxford University Press.

Pruchno, R. 2012. “Not Your Mother’s Old Age: Baby Boomers at Age 65.” The Geron-
tologist 52 (2):149-152.

Pruchno, R. 2015. “Successful Aging: Contentious Past, Productive Future.” The Geron-
tologist 55 (1):1-4.

Pulkkinen, L., and A. Caspi. 2002. Paths to Successful Development: Personality in the
Life Course. Cambridge: Cambridge University Press.

Riley, M. W. E.,R. L. E. Kahn, A. E. Foner, and K. A. Mack. 1994. Age and Structural Lag:
Society's Failure to Provide Meaningful Opportunities in Work, Family, and Leisure.
Oxford: John Wiley & Sons.

Rivlin, M. M. 2000. “Why the Fair Innings Argument Is Not Persuasive.” BMC Medical
Ethics 1 (1) (online).

Ruppert, S., ed. 2010. Lebensalter und Recht: Zur Segmentierung des menschlichen Leb-
enslaufes durch rechtliche Regelungen seit 1750. Frankfurt a. M.: Klostermann.

Schirrmacher, F. 2004. Das Methusalem-Komplott. Miinchen: Karl Blessing Verlag.

Schneiderman, L. J., N. S. Jecker, and A. R. Jonsen. 1990. “Medical Futility: Its Meaning
and Ethical Implications.” Annals of Internal Medicine 112 (12):949-954.

Schweda, M. 2013. “Zu alt fiir die Hiftprothese, zu jung zum Sterben? Die Rolle von
Altersbildern in der ethisch-politischen Debatte um eine altersabhéngige Begrenzung
medizinischer Leistungen.” In Gerecht sorgen: Verstindigungsprozesse iiber den
Einsatz knapper Ressourcen bei Patienten am Lebensende, edited by G. Duttge and
M. Zimmermann-Acklin, 149-167. Géttingen: Gottingen University Press.

Schweda, M., S. Wohlke, and J. Inthorn. 2015. ““Not the Years in Themselves Count’: The
Role of Age for European Citizens’ Moral Attitudes Towards Resource Allocation in
Modern Biomedicine.” Journal of Public Health 23 (3):117-126.

Small, H. 2007. The Long Life. London: Oxford University Press.

Steinhoff, U., ed. 2015. Do All Persons Have Equal Moral Worth?: On ‘Basic Equality’
and Equal Respect and Concern. Oxford: Oxford University Press.

Tornstam, L. 2005. Gerotranscendence: A Developmental Theory of Positive Aging. New
York: Springer.

Tsuchiya, A. 2000. “QALYs and Ageism: Philosophical Theories and Age Weighting.”
Health Economics 9 (1):57-68.

Ubachs-Moust, J., R. Houtepen, W. Dondorp, R. ter Meulen, and R. Vos. 2010. “Age
and Age-Based Rationing in the Medical Decision-Making Process for Older People:
A Qualitative Study of Experts’ Views and Perspectives.” In From Setting Limits to
Shaping Practices: Trust and Accountability in Healthcare for Older People, edited by
J. Ubachs-Moust, 23—-39. Maastricht: Ridderprint.

Ubachs-Moust, J., R. Houtepen, R. Vos, and R. ter Meulen. 2008. “Value Judgements in
the Decision-Making Process for the Elderly Patient.” Journal of Medical Ethics 34
(12):863-868.

Vincent, J. A. 2003. “What Is at Stake in the ‘“War on Anti-Ageing Medicine’?” Ageing and
Society 23 (5):675-684.

Wicclair, M. R. 1993. Ethics and the Elderly. Oxford, NY: Oxford University Press.

Wiesemann, C. 2016. Moral Equality, Bioethics, and the Child. Cham: Springer International.

World Health Organization (WHO). 2011. Global Health and Aging. Geneva: World
Health Organization.



2 Becoming oneself

Toward a new philosophy of ageing

Thomas Rentsch

Our life is a process of finitization — a process that we can grasp only within the
perspective of a unique, finite constitution of meaning. Ageing is the process of
the human being becoming him- or herself within a finite, unique life situation.
We feel that the phases of our life have their specific meaning because of their
finitude and limitation. Internally, they form a highly complex arrangement. On
one hand, they develop highly specific modes of uniqueness — in the mother’s
womb, as a baby, as a toddler, during childhood and adolescence, during the phase
of maturity, in the many forms of becoming a person or of ageing and growing
old. On the other hand, the different phases of our life flow into each other, for I
am still the same physical entity that I was in my mother’s womb, as the baby that
was born, and I will remain so until the end of my life.

It is therefore misleading and incorrect to separate and schematize the phases
of one’s life. In the worst case, ‘old age’ then becomes a nightmare scenario
along with all of its associations with disability — associations that have an almost
ideological content. From the perspective of a critique of ideology, it is remark-
able that we do not have similar negative ideological associations with regard to
babies. It is self-evident that babies are helpless in many ways. In the case of the
very old (Fishkin and Laslett 1992), this helplessness is often considered bur-
densome. From an ethical perspective, however, this asymmetry in our intuitive
evaluation of life phases is not justified and is indeed worthy of criticism, for the
gestures of sympathy and support that a small child enjoys are just as important
and meaningful for our older fellow human beings (Callahan 1995; Daniels 1988;
Lesser 2012).

The tendency to repress and to devalue age (and hence the finitude that informs
all the phases of our life) becomes especially obvious in our all-encompassing
consumerist, fitness or wellness ‘culture.” Indeed, in many areas it has become
dominant. Mythical and suggestive catchphrases such as ‘the avalanche of age-
ing,” the ‘flood of retirees,” and the ‘Methuselah conspiracy’ are widespread.
Especially in the United States, an anti-ageing ideology has developed in which
hostility toward the old, dreams of eternal youth, and pharmacological and eco-
nomic interests are fused. Who will discover the key to extending life by 100, 200,
or even 300 years (and, naturally, remaining fit throughout this time)? Or, as some
research projects (without joking) specify their goal: ‘the elimination of death’?
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(For debate on the anti-ageing movement, see Callahan 1995; de Grey 2007;
Fukuyama 2002; Harris 2007; Sell, Lorenzini, and Brown-Borg 2009; Vincent
2006, 2009). Of course, wanting to live a healthier life for longer is completely
rational and understandable, and in the Western industrialized nations, we have
indeed come very far in this respect. Yet, these developments have nothing to do
with the aforementioned demonization of ageing, of finitude, or, indeed, of death.
The project of anti-ageing is a medical project, whose social, ethical, and moral
foundations are still controversial and hence the subject of discussion. Thus, the
current debate has centered on images of ageing as a negative process and age
discrimination rather than on the age-based rationing of medical resources we
have witnessed until now.

What is more important is — and this is the key ethical and philosophical thesis
of my reflections — to make the connection between finitude and meaning much
clearer in our child-rearing and our education, in politics, and in the media, as
well as to differentiate between the limits of our life and the meaning of our life.
I have, for some time now, in my training sessions for ethics teachers and also in
the volume Gutes Leben im Alter: Die philosophischen Grundlagen (Good Life
in Old Age: The Philosophical Foundations) (Rentsch and Vollmann 2012), been
pursuing the project of a clarification about life as a whole. Although ‘clarifi-
cation’ in this context is, importantly, almost synonymous with the concept of
‘sexual clarification,” my aim, from an ethical perspective, has been to clarify to
people what life as a whole — that is, life that includes the experience of sickness,
disability, susceptibility to injury, finitude, mortality, and death — is.

In the following, my aim will be to show the means by which ageing, finitude,
vulnerability, and mortality can be reintroduced into public consciousness and the
understanding of society and how these aspects can be integrated in a new way.
I will also explicate the medical and healthcare consequences of this urgently
needed project of enlightenment. Philosophically, the anthropological and ethical
foundations, as well as the normative implications, of the process of becoming a
human being, of growing old, and of the finitude of all life, will be brought to the
reader’s attention, and the associated practical, social, and political tasks of creat-
ing a new human culture will be presented.

Toward a new philosophy of ageing

The late modern society of the West faces the great task of bringing ageing,
advanced age, and mortality back into life and back into its common life. This also
holds for the values we attach to the nursing profession and to our relationship
with dementia and Alzheimer’s disease; indeed, it also holds for end-of-life care,
for palliative medicine, and for the time and money that we are willing to spend
for these basic human needs (Piven 2004). The challenges of an ageing society
have great significance for medical practice and healthcare. Assistance, care, and
monitoring need to be valued as forms of a humane praxis rather than as issues of
mere supply and demand. This also has economic and social consequences. I will
return to this problem in the conclusion.
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Furthermore, we could point to the asymmetry in our relationship with very
young people as compared with our relationship with very old, invalid individu-
als. It is considered self-evident that we support babies in all their needs and
emergencies. When it comes to advanced age, however, we very quickly raise the
question of whether such support is worth it, especially in regard to its costs. We
here risk relativizing or quantifying human dignity and hence infringing upon it
and violating it. The many reports from old-age homes about overextended and
underpaid nursing professionals and about the limited time available for caring for
individual residents’ needs also attest to a worrying and problematic development.

Thus, our goal must now be — as it is in my overarching project about fini-
tude, susceptibility to injury, mortality, and death — to initiate and further develop
a similar project at universities, for the training of ethics teachers, and to raise
awareness through education and public information. Here, too, in what may be
the greatest social task over the next decades, we shall see that the classic mod-
ern achievements of the Enlightenment — such as those of Kant, but also those
of Marx and Freud — are by no means fully exhausted. Rather, they confront us
ever anew in different forms. Freud placed at the center of his analysis two pri-
mordial anthropological phenomena: sexual desire and the fear of death (Meyer
2008; Piven 2004). Whereas the project of sexual clarification appears to be fin-
ished (here I also have my doubts, at any rate with respect to other cultures), the
repression and taboo associated with finitude, ageing, susceptibility to injury, and
death is still dominant. The reference to psychoanalysis is intended only to make
clear that, in this project about clarification of the limits and the meaning of our
life, about age and age-related restrictions, we are faced with something that, to
put it casually, we have bottled up, and this is something that has to do with our
existential self-understanding. This is precisely why the project must be planned
in such a way that it has a strong interdisciplinary component and foundation.
Almost every subject that deals with the human being in one way or another can
contribute.

It is essential to reintroduce the topic of human ageing into philosophy. The
modern age and the Enlightenment addressed their normative claims to all ratio-
nal beings. However, their universal ethics ignored the conditions and the relative
nature of human life — for example, the phases of life. Consequently, Immanuel
Kant (1956) directed his unconditional categorical imperative not to older or
younger people, but rather formally and universally, as well as abstractly, to all
free, potentially moral individuals. In his abstract ethics of reason, he made no
mention at all of the embodiment, finitude, and vulnerability of beings. In con-
trast, the ancient tradition of ethics focused on happiness and asked, as did Aris-
totle (1984), ‘How can human beings lead a good life (Greek: eu zen)?” Ancient
ethics was not concerned with a categorical imperative or a universal ‘“you ought’
for all human beings; it focused on questions related to the success and the happi-
ness of the individual: his or her ‘eudaimonia.’ The ancient ethics of the good life
thus had to take into consideration and to respect the particular circumstances of
a human life to be able to help people achieve an appropriate understanding. The
ethics of the good life cannot refer to humans in general but must instead refer
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to concrete individuals in order to provide valuable insight into the possibility of
happiness. An ethics of the stages of life was therefore developed in the tradition
of ancient philosophy. If we want to deal with the problem of ageing in modern
society thoughtfully, we must have the courage to overcome the practical inad-
equacy of the modern ethics of reason: We must look back at ancient ethics and
at the tradition of practical wisdom with a view to developing a culture that treats
ageing in a humane way.

Happiness and communicative praxis

The first fundamental insight of ancient ethics was its principle that all human
beings pursue happiness. All human beings want to be happy (Meyer 2008).
Human actions can be understood as an attempt to lead a meaningful life. The
result of the extensive discussion about happiness — let me put this simply — is
that happiness is nothing special. Happiness is nothing extraordinary, separated
from our normal actions. Basically, happiness comes about if we conduct our-
selves satisfactorily in our ordinary activities. Connected with this view is a cri-
tique of the idea that happiness is the highest or the ultimate goal, to be placed
at the tip of a pyramid of aims that one chases after in vain. In contrast, we have
to begin with the intrinsic value of the supposedly lower and inferior projects
and fulfillments — which are actually elementary and fundamental; for example,
eating, drinking, sleeping, listening and seeing, talking with others, and doing
something meaningful.

In addition to their basic functions with regard to more complex and meaning-
ful projects, such elementary aims also have an intrinsic value and modest core.
To see all human action as a mere means directed at, and as a function of, a final
end — namely happiness — is a misunderstanding, because in this view, all the dif-
ferent meaningful forms of successful life are not acknowledged as such. We must
therefore go beyond this view and grasp the diverse forms of the good — that is,
of happiness. That all human beings pursue happiness does not necessarily mean
that there is only one form of happiness. On this basis, we can now ask about the
specific forms of fulfillment for different stages of life.

In the tradition of the ethics of the good life, something else is clear. We become
ourselves in a medium of communicative praxis through a common life with
others. In this sense, ancient practical philosophy defined the human being as
a linguistic and political creature whose natural environment was the city. The
process of becoming human is made possible by the communicative, social forms
of fulfillment in a common life. This is clearly the case for childhood, early adult-
hood, education, and professional training. The question is ‘In what sense is this
relevant to the phase of life in which we grow old?’

Despite the emphasis placed on the social essence of human beings, the exis-
tential sense of loneliness is a presupposition of the human condition. In fact,
only by being with other people is it possible to experience loneliness, subjectiv-
ity, and awareness of individuality. The life of the individual is not completely
absorbed into the communicative essence of humans. On the contrary, every life
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is a unique whole, a singular totality that appears definite in the limited bodily
form of humans. Plato called the human body “the principle of individuation”
(Charlton 1972). Also, the totality of life, which develops in time, should not be
regarded as anything special or superior to ordinary life. Instead, it appears only
in practical situations.

Becoming human

How can the developing human being be understood in its temporal finitude? Life
forces us to give it a specific form — that is, an existential configuration of our-
selves. We must continuously produce this form, in youth and old age, on a daily
basis. The extensive activity of this process can be called ‘leading one’s own life.’
From the beginning of our lives, we are distinct, physically constituted beings
with the feature of uniqueness — that is, a factual irreplaceability and distinctive-
ness. In our lives, we are always working on shaping this unique totality that we
already are. Whether we like it or not, our life is first and foremost the process of
forming the singular totality we ourselves are.

The unique totality of every life appears to genuinely split into a dialectical
process of forming. On one hand, individual actions are always movements in the
context of life as a whole, albeit situated in particular life situations, and they gain
or lose their meaning in relation to the whole. On the other hand, the framework of
this totality is modified by individual actions and meaningful projects in the local
situations. Given this dialectic of uniqueness and totality, a conceptually irretriev-
able form of the world — individuality — constitutes itself as a concrete life form.

The totality of life can never be experienced outside of the particular situation
and outside of the concrete stages of life. Moreover, singular situations can be
grasped more closely only in the perspective of the totality. This statement pre-
serves the complete rigor we find in the viewpoint of a morally conceived unique
totality of life. In this context, we can speak of the ethical time of responsibility as
the absolute time of a finite human life, the time that is really at stake.

In modern ethics, the ancient theme of the good and successful life has re-entered
through the back door, namely with the concept of identity or personal identity.
Developmental psychologists such as Piaget (1978) and Kohlberg (1981), who,
on the basis of their empirical investigations, showed the step-by-step forma-
tion of children’s ability to make moral judgments, brought the fully enlightened
philosophers of reason closer to the facts. ‘Pure’ reason develops in fragile and
vulnerable little bodies in difficult and continuously jeopardized processes and
nowhere else. The formation of personal identity is linked to the process of moral
development precisely because of humans’ natural dependency. Furthermore, the
past 30 years have seen a comprehensive renaissance of an ethics of the good life
in practical philosophy (Nussbaum 2001; Raz 1994; Taylor 2003).

What is true of the genesis of the development of personal identity for child-
hood, youth, and young adulthood seems just as true for later life, which is, so
to speak, the reverse of early development and thus requires an extension of the
theory of moral development.
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Life as a task of interpretation

How is becoming oneself constituted in time? It is not completed upon reaching
adulthood. On the contrary, this is when the complex processes of protecting and
testing identity begin. We experience ourselves as essentially identical during and
after decisive and impressionable experiences of change. The form of our life
preserves its unmistakable quality because we experience profound changes in
ourselves and must react to these transformations.

One look at the natural structure of our life in childhood and youth, adolescence
and adulthood, ageing, and the end of life makes this clear. These changes within
a meaningful and enduring life are connected to adjustments in our way of see-
ing the world. The point is that the unique totality of life represents a continuous
task of interpretation; on one hand, it develops in accordance with the existential
dialectic of the concrete individual situation and the concrete action. On the other
hand, it progresses in accordance with the perspective of the totality of our exis-
tence, through the changes of life.

In growing up and maturing, one’s perspective within a life that is perceived
as meaningful changes. Human beings are to be understood not just as signifi-
cant projects in themselves, but rather as beings who are capable of fundamental
changes in perspective. They have to be capable of this, too, for the unique totality
of life entails that everything fundamental happens only once: Every one of us is
a child, a young person, and an adult only once; only once is there an entry into
later life. All these stages occur without a chance to rehearse: Life is a constant
premiere. Every new opportunity in life is simultaneously a loss; every loss, a
gain. Therefore, Kierkegaard (2000) says life can only be understood backward
but must be lived forward (Strawser 1997).

On the social level, the unique totality of life is obvious in the very objec-
tive irreplaceability of any individual in the lives of others: My life experiences
show that I can be no other person. This irreplaceability is, in practical terms, an
inexchangeability. In this aspect of life, we can see the reason for its seriousness:
The common expression ‘seriousness of life’ (‘life is serious business’) refers to
the absolute necessity of leading one’s own life. In my existential particularity,
in the singularity of my individual life, and according to my genuine abilities, I
am a practical fulfillment of perspectives for others. We become acquainted with
certain natural forms of life — daughter or son, mother or father, sister or brother,
grandparents. We are irreplaceable in these forms. We must therefore grasp the
internal complexity and nuances of the unique totality of life in the course of life.

This irreplaceability in the lives of others varies according to the stages of
life and changes during the development of identity. There is always the chance
of fulfillment or of failure in which we have a stake — as a child, as a daughter,
as a teacher, as a grandfather, as a sick person, as a healthy person, as a fragile
person, as a youthful or vigorous person, as an experienced or inexperienced per-
son. In every instance, this depends on what we do or can be. The isolation of
generations, which is characteristic of modern society, can be analyzed as a com-
municative impoverishment of the forms of fulfillment in life that we owe to the
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differentiated irreplaceability of others. A moral understanding of life is measured
most unmistakably by the ability to see the other as the other in his difference; it is
measured by the strength and sensitivity to put oneself in someone else’s position,
to have the existential imagination to make clear to oneself as a young person that
I am potentially this older person.

The fundamental ethical meaning of finitude

The unique totality of life has its concrete form in the bodily existence of humans.
This bodily existence does not end at the surface of our skin; rather, we reach out
to the world by acting, speaking, planning, and reflecting. The body is not a shell
in which we are ‘hidden.’ It is not the outside of an inside. We do not sit ‘inside’
ourselves like drivers of the machine that is our body. Nor are we ethereal spiritual
beings standing above our bodies. More precisely, the human body is the center
of our dynamic reality, where its natural basis and its communicative being are
made possible and are mutually related. The question is ‘What do the demon-
strated characteristics of the unique totality of life actually mean for the process
of becoming oneself in old age?’

In order to answer this question, we have to philosophically consider the
fundamental ethical meaning of human finitude, because the temporality of
human life becomes more radical in old age, as we will see in a moment. We
always exist as a temporally finite being, but the process of ageing intensifies
the experience of finitude. Finitude shows itself in the inability to repeat and
the inability to retrieve the common and solitary life; it manifests itself in the
irreversibility of the movement of life, in the inevitability of the entry into and
the exit from the stages of life, in the irrevocability of the past, in recalling
significant attempts at a meaningful and conscious life that we failed to attain,
and in the unpredictability of the future. The finitude of life means that many
aspects of our past remain hidden from us as humans, the future is evasive, and
the present is a place in which we may experience such insecurity that it threat-
ens our very autonomy.

Before I discuss the consequences of these reflections for an ethics of later life,
I would like to emphasize that I think it is entirely wrong, considering the fact
of ageing, to develop a pessimistic or even tragic anthropology of the poverty of
human existence (Améry 1999). I would like to offer the view that the normal-
ity, universality, and continuity of being human occur in all the phases of life.
It is wrong to think that the elderly and the very old are, as it were, an exotic
foreign tribe in the midst of otherwise young, carefree, healthy human beings in
love, happy and consuming rapturously. This distorted picture is superficial and
mistaken insofar as vulnerability, the threat of suffering and defenselessness, and
existential fragility shape all phases of a human life. We need not speak of the
helpless baby. Instead, let us think of the problems of adolescence, professional
training in a frequently harsh and mercilessly competitive society, the large and
complex problems of love, relationships, marriage, and education, to mention but
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a few. It then becomes clear that the constitutive orientation of meaning for human
beings should be seen in the context of this fragility.

We should not forget the normality, universality, and continuity of the fragility
of being human in our reflection on the peculiarity of ageing: Problems, crises,
conflicts, fear, and dangers are just as characteristic of the life phases as is the
chance for happiness. With this in mind, we can see ageing as an opportunity. In
ageing, one can continue to speak of the very specific elements of becoming one-
self. I will now discuss these elements as a radicalization of the human condition
in order to shed light on its ethical implications.

Ageing as the radicalization of the human condition

The process of ageing is the radicalization of the basic human condition, since
ageing can be grasped philosophically and anthropologically as an insistent mani-
festation of the human constitution of meaning. The abstract ethics of reason are
of no assistance in explaining this point; the same can be said about metaphysics
insofar as it concerns a-temporal spiritual beings.

Therefore, we must seek a conceptual understanding of the reality of life if we
want to describe the radicalization of the human situation and the appearance of the
human constitution of meaning. First, the following aspects can be distinguished:
physical ageing, psychological ageing, social ageing, and cultural ageing. The phys-
ical changes during the ageing process can be described as the radicalization of the
bodily constituted basic condition of human existence. Parts of the body that once
functioned normally, such as the joints and the heart, all begin to deteriorate, remind-
ing us of the basis of a finite life: its dependence upon nature. The human being has
been defined as ‘a deficient being’ (Mdngelwesen) because of an extremely long
phase of helplessness as an infant, as well as because of his constitutive defense-
lessness: He is without a coat of hair — at the mercy of the climate — without special
protection or an organ that involves the instinct for preserving himself, and without
reliable instincts for security (Gehlen 1988). This deficiency once again increases
with age. This is when the physical, social, and cultural components of the ageing
process appear. It is in accordance with the unique totality of the human being that
ageing concerns the singular totality of our entire situation in life.

Oscar Wilde (2005) addressed the issue of ageing in his novel The Picture of
Dorian Gray. He made the paradoxical statement: “The tragedy of ageing is not
based on the fact that one is old but rather that one is young” (Wilde 2005, 182).
What does Wilde imply here? One takes a personal identity developed in one’s
youth into old age. The individual trusts this identity and creates it in his or her
active years. Developed and regularly affirmed, this identity comes into conflict
with the beginning of the physical fragility that becomes increasingly dominant.
This fragility is opposed to the self-chosen and developed form of one’s own
existence, an identity created through youth and adulthood, appearing clearly as it
becomes threatened by the bodily process of ageing.

The radicalization of the physically constituted basic condition of humans is
accompanied by psychological ageing. It is connected to the finite temporality



Becoming oneself 39

of life and the basic modifications of the life experience. The period of time dur-
ing which life is experienced becomes ever longer, and yet the time left to live
becomes ever shorter. Thus, the experience of becoming a body in the physical
sense has an analogue in the process of becoming conscious of time in relation to
the experience of consciousness. This increased awareness of time comes about
through the disappearance of expected life and the increase of experienced life.
Schopenhauer wrote:

From the standpoint of youth, life seems to stretch away into an endless
future; from the standpoint of old age, to go back but a little way into the past;
so that, at the beginning, life presents us with a picture in which the objects
appear a great way off, as though we had reversed our telescope; while in
the end everything seems so close. To see how short life is, a man must have
grown old, that is to say, he must have lived long.

(Schopenhauer 1924, 137)

In addition to becoming a body and becoming conscious of time, there is social
and cultural ageing. The ruptures in becoming oneself and the radicalized expe-
rience of time are reinforced by the loss of partners, relatives, family members,
and friends of one’s own generation. Because of human beings’ communicative
nature, this aspect of ageing is one of the most difficult ones — that is, accepting
the loss of someone close is one of the most difficult existential tasks for human
beings to come to grips with. The very old complain they can no longer con-
verse with anyone because the familiar context of life and everyday things — the
horizon of common experience and acquaintances — has disintegrated, insofar
becoming oneself appears as an isolation and is accompanied by being estranged
from the world.

The ethical implications

What are the ethical implications of all this? Let us keep the basic question in
mind. Our postmodern society is characterized by a phenomenal and abhorrent
pace that is without historic precedent. Further, the process of technological
development is ever accelerating. This high-speed civilization fosters social and
cultural alienation. Paul Virilio analyzes the ‘polar inertia’ generated in our late
modern society by the digitalization of information networks (which now control
all aspects of life) and the processes of technical acceleration (Lotringer and Vir-
ilio 1998; Rosa 2003, 2004a, 2004b; Virilio 2005). One result is the tendency to
misunderstand one’s own life-world. Personal identities and normative systems
together with impressionable experiences have been developed in a social and
cultural sphere that no longer exists. It has become ‘remembered time.” The rate
of social change and historical transformation has increased to such an extent
that it is quite commonplace to find that old people can no longer cope. Hav-
ing grown up as a young child in the 1950s, it seems to me that some aspects of
present-day life make intuitively unreasonable demands. Even if there were an



40 Thomas Rentsch

easy and cheerful conformity and lively willingness to pick up new things on
the part of the ‘young old’; even if a steady decline in curiosity about interesting
developments in society and culture were not observable: The legitimate and
far-reaching experience of finitude can be smoothed over but ultimately cannot
be overcome.

It is through the radicalization of the physical and temporal human condition,
through the appearance of physical, temporal, social, and cultural conditions of
the meaning of human life, that becoming a human being takes place in ageing.
From an ethical point of view, the question is “What possible forms of fulfill-
ment, of broken and endangered processes of becoming oneself, are specific to the
elderly?’ Traditionally, this perspective was developed with the concept of wis-
dom or the wisdom of old age, which is unfortunately no longer common today.
In the tradition of wisdom, to learn from ageing can mean to set concrete, practical
forms of life, such as slowing down and taking it easy, against the ‘polar inertia’
of late modern processes of technical acceleration, to gain a new sense of the
definitive, temporal reality of our lives, the reality that is so precious. Normative
and practical research into ageing that focuses on regaining the tradition of wis-
dom shows that the ageing process is capable of uncovering important sources for
the constitution of the meaning of life and of happiness in life, changes that can
help us gain a more life-supporting insight into our lives (Baltes and Smith 1990;
Baltes and Staudinger 1993). This perspective was developed in close connection
with life experience: It is in no sense ‘idealistic,” nor does it gloss over or roman-
ticize anything. Here, old age essentially appears as a chance to gain primary
insight into the limited possibilities of human beings. There is no doubt about the
continuous orientation toward fulfillment and happiness in old age. I would like
to say, however, that it is the increasing ‘immediate’ experience of this limitedness
that allows us to understand our own lives as the forming of a singular totality,
as really becoming oneself. Growing old in many respects aids the development
of ethical insights, because as one ages, one is able to intensely experience the
finitude and the fragility of life. The human dependency on communication and
solidarity is manifold and can be experienced through loss. The experience of
transience and the ease with which some forms of happiness slip away can lead to
disillusionment, but they may ultimately bring about a calm view, a view without
self-deception — a state that Goethe called renunciation (Entsagung) (Bahr 1998).
This is not a pitiful renouncement but rather the highest form of existential sover-
eignty and human self-assertion.

The unique totality as a temporal and finite process of becoming a self is con-
ceived ethically if becoming oneself is understood as becoming final. Becoming
final means that life has attained its final form in old age and becomes its whole
time — the whole time of life. This whole time of the singular totality of life is
the ethical time, since it is the time in which guilt and responsibility, autonomy
and solidarity, transgressions against the self, and fulfillment have become real.
To consciously grasp finality means that the brevity of life and its entirety can be
seen, experienced, and understood, and there is a chance to distinguish between
the important and the numerous unimportant things in life.



Becoming oneself 41

Old age is grasped from a theological point of view as grace, and the becoming-
final of the person is called ‘eternal life.” Since I am a philosopher, I cannot adopt
this theological way of speaking. However, I think we might be able to preserve
its meaning if we understand old age as a time in life in which the entangle-
ment of finitude and meaning, fulfillment and limitedness can be recognized and
understood.

Consequences for a culture of human ageing

We can now formulate some consequences for a culture of human ageing. We have
described ageing as a communicative, self-reflective process of forming a unique
totality, a formation that is essentially highlighted by a change of view toward a
meaningful and enduring life. Ancient ethics is preferable to the modern ethics
of reason since it is closely related to life. Its focus on happiness and fulfillment
appears to be unparalleled. We could ask where reason should go if not there.

Furthermore, we have seen that the ancient form of enquiry has returned in
modern theories through the back door — the return of the repressed — as an
enquiry into the presuppositions of personal identity. Whereas modern ethical
debate and moral philosophy discuss this form of questioning in connection with
developmental psychology and especially in the field of child psychology and
early human development, it follows that we should extend this form of ques-
tioning to life as a whole and, above all, to the later stages. It becomes clear that
personal identity in this sense is absolutely inconceivable prior to or outside of
morality. This can already be seen in the category of existential irreplaceability
through and for others.

Like every other phase of life, old age appears to be a process that is in constant
jeopardy but also rich in opportunities. In the past, we would have said it is a way
to preserve and to test identity, making clear that this identity is not something
static that is given once and for all but something linked to a dynamic process
that we have characterized as becoming a body, becoming conscious of time and,
ultimately, ethically, as becoming final. Given this background, the radicalization
of the human condition implied in the keywords ‘becoming-a-body,” ‘becoming-
conscious of time,” and ‘becoming-final,” we can define this radicalization of the
human condition with a view to the traditional category of wisdom as the time for
developing a meaningful life. If we understand the process of becoming a self in
its finitude and finality, this leads to a more conscious life; more conscious inso-
far as it follows from the insight into the entanglement of finitude and meaning.
Following Aristotle (1984), we can say that true enduring happiness is based on
this insight.

Conclusions: what does old age mean for human cultures?

With this in mind, I would like to finally address the question of the conditions
of a culture of human ageing, in which I turn the tables and ask ‘“What does old
age mean for human culture?” What does a highly advanced modern society learn
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ethically from the fact of ageing, which can neither be eliminated nor be repressed,
and what does it learn from the presence of more and more older people? If we
turn the tables from the point of view of ethics, we would not ask how a being
that is restricted, disadvantaged, handicapped, useless, slow, and dependent on
the help and conduct of others is able to cope with the end of old age in a modern,
sophisticated, highly complex, rapidly changing society, but rather — and this is
the ethical turn — ask: “What can this society learn from the fact and meaning of
ageing? Indeed, what is it required to learn?’

It can and has to learn a lesson in modesty. The principle of higher and higher,
faster and faster, further and further, more and more complex, more and more
perfect, more intense, more and more excessive, louder and louder, more and
more informed, remains, ethically, existentially, and in terms of meaning, nothing
more than a system designed to quantify. However, trees do not grow to heaven.
We need an awareness of the human significance of finitude, limitation, and vul-
nerability, a consciousness of the worth of slowing down, of pausing, of calmly
looking backward, of oral communication, of genuine conversation between real
people, and of being able to admit one was wrong. Slowing down, pausing, and
concrete oral communication are, paradoxically, the essential tools for defeating
the process of perishing through the attainment of the profound. Only a calm look
backward can help us achieve an emancipated clarification of life.

A meaning of life that is both ethically and morally demanding and truly sus-
tainable has to do with not just the positive satisfaction of desire but also the way
we deal, both as individuals and as a group, with the many negative aspects that
shape our existence, whether we want them to or not. Against this background,
ageing, illness, suffering, and death can be understood as opportunities to open
up specific dimensions of meaning that are often overlooked: the dependence of
each and every human on meaningful communication, on mutual assistance and
sympathy, on solidarity, and, decisively, on the conscious awareness of his or her
own limitation. These dimensions belong to a stage of maturity and of reflected
self-knowledge — and hence, in essence, to a truly meaningful, self-reflexive
and aware existence. Formulated in an emphatic way: These dimensions belong,
from a philosophical perspective, to a knowledge of what is really real. We need
to understand not only from a medical or ethical perspective but also from an
existential perspective that health is not simply the absence of pain, disorders,
and infirmity, of finitude and mortality, but rather, seen in a holistic perspective,
the strength to live with these. As humans, we are psychosomatically irreducible
wholes; we cannot be divided into the body and the mind, into objectivity and
subjectivity. Self-knowledge and the clarification and deepening of life are also
and especially enabled and developed by the experience of suffering, pain, and
finitude.

This insight can be applied to the entire problem of the purpose of suffering and
dying. We can change this perspective of a transformed understanding of human
life using key approaches from the philosophical tradition. For instance, using the
classic ‘golden rule’ or a form of Kant’s categorical imperative, we can say: ‘We
should treat the sick, the suffering, and the dying as we ourselves would like to be
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treated in similar situations.” On a social and ethical level, this existential, indi-
vidual principle, which concerns our moral self-understanding, has to be given a
constitutional status: as justice between generations. Respect for the irreducible
dignity of humans, as the German constitution states in a preamble to our entire
legal order, cannot be reduced or quantified. This respect is owed to the sick, the
suffering, the dying, and the needy just as it is to the healthy and the young. An
earnest, honest burial ceremony makes it poignantly clear that a human remains
a person and thus deserves the irreducible dignity due to him in the human world
even after his death. This is true as unrestrictedly for the senile, the comatose, or
the dying. What argument might convince us to restrict or, indeed, to deny them
their dignity? No one would deny children who are helpless and constantly in
need of assistance their personal dignity (Rentsch 1999).

What consequences can we draw from the practical and philosophical analyses
discussed up to this point for medicine and the provision of healthcare? What are
the consequences for the provision of medical assistance and care for the old and
those suffering from dementia, for the discussion surrounding assisted suicide
and euthanasia, and for the question of a public healthcare system? Firstly, there
must be adequate caregivers for the old, the disabled, and children; a minimum
number of caregivers should be legally required. Secondly, criteria for good treat-
ment as well as for fair treatment must be clarified and institutionalized anew at
appropriate intervals; this holds from a technical as well as from a legal perspec-
tive. Thirdly, patients should be permitted to determine their own care as far as
possible. Fourthly, the management staff at healthcare facilities should possess
expertise in medicine and care and not just in economics. Fifthly, an elaborate
communication between patients, doctors, and caregivers is utterly necessary, and
more time and money should be made available for this. And, sixthly, a revision
of the rules for hospital services and costs should take place on a continuous
and critical basis; otherwise there will be an oversupply of lucrative services and
care will be offered only where it is essential. Furthermore, we have to avoid
employing untrained caregivers, as they will most likely be overstrained. All
responsible staff must be given training relevant to the specific form of assis-
tance required (for example, loss of hearing). Only once these six central aspects
have been wholeheartedly taken into consideration can new, sustainable answers
be provided to difficult questions urgently in need of resolution, such as those
surrounding assisted suicide and euthanasia (Cohen 2005; Greve and Staudinger
2006; Jochimsen 2010; Kontos 2005; Martin and Kontos 2013; Mol 2008). The
finite constitution of meaning in the life-world is structured through interpersonal
relationships. The singular totality of the specific, unique, personal, individual is
constituted through communication and social interaction and can only come into
its own and become itself in this way.

In conclusion, I would like to emphasize that a philosophical and ethical analy-
sis shows that we must strive for a new culture of ageing as well as of dying.
Ageing and dying are multifaceted and are far more complex processes than a
universal ideology of feasibility suggests. It is a task for society as a whole to
develop this new culture centered not on availability, but on human respect and
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care conveying solace and assurance. In order to enable this new culture, a project
of education and clarification for society as a whole is required. This project of
education and clarification has to begin with child-rearing and in school — much
earlier than previously assumed. For when the reflection on finitude, mourning,
and the reflexive look back at one’s life — the process of finding meaning in the
face of finitude — begins in an acute stage of dying, it has begun, by any measure,
too late. Ageing and dying must be brought back into life.
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3 Third age and fourth age in
ageing societies — divergent social
and ethical discourses

Francois Hopflinger

Introduction

Quantitative changes in the age distribution of the population (demographic age-
ing) intervene with qualitative changes of attitudes, behaviors, and lifestyles
among older men and women. The combination of new generations of elderly
(baby boomers) and concepts of active ageing results in new dynamics in later
life. Gerontological theories try to conceptualize these new developments by dis-
tinguishing between the ‘young old’ and the ‘old old’ or by differentiating between
a third and fourth phase of life after retirement. The ambivalence of concepts such
as ‘young old’ versus ‘old old’ illustrates the difficulties of dealing with histori-
cally new developments within ageing societies.

In this contribution, life situations, attitudes, and images emerging among the
‘young old’ and the ‘old old’ in central Europe are analyzed and discussed. The
main research question is how far the increasingly popular concepts of ‘young old’
versus ‘old old’ are associated with significant divergence in social and ethical dis-
courses for different phases of later life. Many of the trends mentioned are rapidly
evolving, and some behavioral trends are observed only among a selective minority
of elderly men and women. Therefore, some points of discussion indicate possible
future developments and ethical challenges rather than empirically validated facts.

Societal changes within ageing societies

Ageing European societies are confronted with three major societal changes: First
of all, low fertility and high life expectancy among the elderly population result
in a strong demographic ageing — a development reinforced in many European
countries by the ageing of the large birth cohorts of men and women born after
World War II (baby boomers) who themselves had fewer children. While the
demographic and social effects of low fertility on the age distribution have been
extensively analyzed, the second dimension of demographic ageing — increasing
life expectancy of older men and women — has been less discussed, to some extent
because trends toward longevity have been underestimated (Hopflinger 2012).
Not only do European societies have more retired citizens, but the retired men and
women live much longer (resulting in recent discussions on the longevity risks of
pension systems).
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Second, as new birth cohorts (or generations) of men and women enter later
phases of life, we observe significant changes in ageing processes. New birth
cohorts of elderly are in many dimensions ageing differently from earlier birth
cohorts. As a result of better education, new forms of family formation (and
dissolution), and changing socio-economic conditions since the 1980s, the new
generations of elderly have a different attitude regarding life after retirement. At
least in some European countries, improved social security has reduced poverty
rates among the elderly, and an increasing proportion of retired people remain
healthy longer than in earlier generations (Unger 2016). Life perspectives regard-
ing retirement and ageing are evolving in the direction of more active lifestyles, at
least among healthy and affluent European retirees.

Third, new concepts of ageing have been developed, resulting in more positive and
dynamic views on the chances of remaining healthy longer, of learning new things
even at old age, and of being able to participate in new engagements after retirement.
Individual ageing is no longer seen as a process one has to passively endure; it is seen
as a process that can be actively shaped. Deficit-oriented concepts of ageing have
been replaced by concepts of active or even successful ageing (Klott 2014). A radical
consequence of these new developments is the emergence of anti-ageing medicine to
prevent or to at least slow down biological ageing (Stuckelberger 2012).

Quantitative changes in the age distribution of the population are therefore
linked with qualitative changes in lifestyles among older men and women (Karl
2012). Observations made for earlier cohorts of elderly are no longer valid for the
elderly of today and tomorrow. At the moment, new forms of lifestyles after retire-
ment are observed primarily among affluent groups of retired men and women,
particularly in wealthy urban regions (Simpson 2015).

The trend toward a more active and ‘youthful’ life after retirement is an impor-
tant countervailing factor to traditional concepts of demographic ageing. When
men and women at age 70 have lifestyles that correspond to the lifestyles of much
younger generations, demographic ageing does not lead to a socially or culturally
ageing society. New socio-demographic approaches are therefore discussing how
far traditional measurements of demographic ageing (defining people aged over
64 as belonging to the elderly population) are still valid. Measurements of demo-
graphic ageing based on prospective age and not chronological age result in much
lower old-age dependency ratios, putting into perspective political discourses on
the social problems of demographic ageing (Sanderson and Scherbov 2007, 2010).

In general, chronological age is a poor indicator for ageing processes, as people
age differently depending on gender, economic status, biographical experiences,
and health behavior. At the same time, men and women at age 65 are confronted
with different life challenges and health problems than men and women at age 90
(even after controlling for cohort effects). Since the 1970s, this has resulted in
distinguishing between at least two different types of older individuals. In this
(heuristic) schema, the traditional notion of old age bifurcates between a new and
rapidly expanding population of healthy and independent ‘young old’ (third age)
and a frail or dependent population of ‘old old’ (fourth age).

The term ‘young old’ was first used by American gerontologist Bernice Neugar-
ten (1974) and developed into an elaborate theory of a third age by Peter Laslett
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(1989).! While the beginning of the third age is characterized by an important
social transition (retirement), the more recent term ‘fourth age’ remains conceptu-
ally more ambivalent, as the start of the fourth age is not structurally defined (Kohli
2013). The concept of fourth age refers either to very old people aged over 80 or to
frail or dependent old individuals (Baltes and Smith 2003; Lalive d’Epinay 1994).
In recent discussions of the fourth age, the concept of frailty has been emphasized,
and the transition from third to fourth age is characterized by decreasing functional
health and increasing frailty (Lalive d’Epinay et al. 2008). The main advantage
of such a conceptualization is the possibility of a clear empirical classification of
people (Dapp et al. 2012). The disadvantage is a primarily deficit-oriented perspec-
tive of the fourth age (see Higgs and Gilleard in this volume).

The third age — the ‘young old’

Life expectancy at age 65 has increased, and life after retirement has extended. In
some countries, such as Germany and Switzerland, the gender gap in life expec-
tancy at old age has decreased. More important for the emergence of a new third
age is the fact that many men and women not only live longer but remain healthy
longer, or at least without severe functional impairments. This reinforces the
development of active lifestyles after retirement. More men and women remain
able (and willing) to live a fulfilled and active life after retirement due to good
functional health. The Austrian gerontologist Leopold Rosenmayr (1983) intro-
duced the image of ‘late freedom’: being able to remain active without having to
work within fixed employment structures.

National differences in socio-economic affluence, social welfare, and health
systems result in significant inequalities in health expectancies at older age
between European countries (Table 3.1) (see also Jagger et al. 2011).

Table 3.1 Life expectancy and healthy life expectancy at age 65 in selected European
countries, 2013

Women Men

A B Bin % of A A B Bin % of A
Austria 21.5 8.8 41% 18.2 8.9 49%
France 23.6 10.7 45% 19.3 9.8 51%
Germany 21.1 7.0 33% 18.2 7.0 38%
Great Britain 20.9 10.7 51% 18.6 10.6 57%
Italy 22.6 7.1 31% 18.9 7.7 41%
Spain 23.4 9.0 38% 19.2 9.7 51%
Sweden 21.3 13.8 65% 18.8 12.9 69%
Switzerland 22.4 14.2 63% 19.4 13.6 70%

A: Average life expectancy at age 65 in years.

B: Average healthy life expectancy at age 65: good health defined as absence of health-related
functional limitations on everyday life.

Source: Eurostat (health statistics), for Switzerland: Federal office of statistics.
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In Sweden and Switzerland, women and men aged 65 not only live for a rela-
tively long time, but also in many cases remain healthy longer than, for example,
in Italy, Spain, or Germany. In Germany, one can expect that the proportion of
healthy retirees will increase, particularly as ageing white-collar workers with
lower occupational hazards outnumber ageing blue-collar workers. Furthermore,
the proportion of highly educated men and women in younger cohorts of the
elderly is increasing, and with increasing educational attainment people generally
stay healthy longer (Lampert, Kroll, and Dunkelberg 2007; Richter and Hurrel-
mann 2006; Valkonen 2006).

The data in Table 3.2 confirm that — with the exception of Poland and the Czech
Republic — a majority of 55-to-74-year-olds define their subjective health as good.
Most men and women aged 55 to 74 experience no functional impairments in
their daily activities. Particularly good health values are observed in Sweden and
Switzerland, two continuously affluent countries (not involved in the Second
World War). However, in the Netherlands, Belgium, and Austria, about two-thirds
of the ‘young old’ also define themselves as healthy.

An important factor underpinning active and healthy ageing is a good socio-
economic situation. Looking at the socio-economic situation, large differences
between and within countries exist. In Denmark, Sweden, and Switzerland, a
majority of the ‘young old’ profit from a ‘golden retirement.” In Germany and
France, the picture is less positive. Less than 40 percent define themselves as
affluent. In Southern and Eastern European countries, widespread poverty among
the elderly is observed — a situation reinforced in some European regions by the
recent economic crisis (Cavasso and Weber 2013). Economic conditions and
health at old age are strongly interrelated. Comparing 28 European countries for
the year 2012, a high positive correlation (r = 0.83) between the proportion of

Table 3.2 Health indicators and financial situation of people 55 to 74 years of age in
selected European countries, 2014

Subjective health Functional health Living

good/very good intact* comfortably**
Austria 65% 69% 33% (N: 550)
Belgium 67% 68% 32% (N: 493)
Czech Republic 49% 58% 11% (N: 613)
Denmark 68% 69% 70% (N: 456)
France 56% 73% 36% (N: 436)
Germany 52% 63% 42% (N: 970)
Netherlands 68% 65% 52% (N: 611)
Poland 37% 52% 5% (N: 482)
Sweden 72% 64% 66% (N: 552)
Switzerland 77% 74% 60% (N: 431)

*Hampered in daily activities by illness/disability/infirmary/mental problem: no.
**Feelings about household income nowadays: living comfortably on present income.

Source: European Social Survey 2014 (weight data) European Social Survey Round 7 Data (2014).
Norwegian Social Science Data Services, Norway — Data Archive and distributor of ESS data.
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respondents with good subjective health and the proportion of respondents living
comfortably is evident. Looking at individual data for Europe for 2012, we find a
positive correlation (r = 0.39, N: 6914) between subjective health and feelings of
living comfortably among elderly respondents aged 65 to 74. In many European
countries, the concepts of active and healthy ageing are ideals primarily observed
within an elite of affluent elderly, and only in few long-term affluent countries
(such as Sweden, Switzerland, and the Netherlands) is active and healthy ageing
experienced by a majority of new generations of older men and women.

In the context of new ideals of life after retirement, many of the 65-to-74-year-
olds do not define themselves as being ‘old’ in the classical sense of deficit-
oriented images of old age. A new trend is the fact that surprisingly many of the
elderly respondents identify themselves with post-modern values such as creativ-
ity, spontaneity, and flexibility. Looking at the value of new ideas among younger
and older respondents in some countries (such as France, Germany, Netherlands,
and Switzerland), no age difference can be observed. To remain innovative and
adaptive to new ideas is — at least on the level of attitudes — important for many
European respondents, even at old age. New generations of the ‘young old’
emphasize a pattern of ‘old and innovative’ as a new frame of reference. The
lower proportion of elderly people who find it important to try new and different
things in life indicates that — at least for some men and women — new ideas do
not necessarily mean new activities. As expected, there is a strong association
between post-modern values and socio-economic situation, indicating that post-
modern life values among the ‘young old’ are primarily concentrated among more
affluent elderly men and women.

In recent debates, the orientation of new generations of elderly toward an active
lifestyle has been linked to a new ethics on ageing: Healthy ageing is possible

Table 3.3 Post-modern values at higher ages in selected European countries, 2014

New ideas* New activities **
Age: 15-34 55-74 15-34 55-74
Austria 64% 50% 53% 30%
Belgium 51% 50% 57% 39%
Czech Republic 59% 45% 53% 30%
Denmark 59% 67% 55% 37%
France 55% 59% 46% 42%
Germany 61% 61% 50% 41%
Netherlands 56% 52% 50% 36%
Poland 56% 42% 55% 40%
Sweden 59% 53% 46% 32%
Switzerland 66% 67% 61% 46%

*Important to think new ideas and being creative: % like me, very much like me.
**Important to try new and different things in life: % like me, very much like me.

Source: European Social Survey 2014 (weight data) European Social Survey Round 7 Data (2014).
Norwegian Social Science Data Services, Norway — Data Archive and distributor of ESS data.
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and should be promoted and perhaps even enforced. If people can learn to remain
healthy and active even at old age, then they have an individual and social respon-
sibility to remain healthy and active. The moral change from ‘can’ to ‘must’ is
not yet final, but the new ethics of active, healthy, and successful ageing, particu-
larly among the ‘young old,” become more forceful as the perceived challenges of
demographic ageing — for example, for health costs — become more salient (van
Dyk and Lessenich 2009). In the same sense, processes of healthy ageing under-
score socio-economic arguments to increase retirement age.

Fourth age — the ‘frail old’

The construction of a fourth age, as well as the differentiation between “young old’
and ‘old old,” is an attempt to transcend traditional demographic classifications
based on chronological age. Chronological age definitions have been replaced by
functional concepts of age. In some debates, the fourth age has been explicitly
defined as a phase of increasing frailty, as well as higher risk of functional depen-
dency in basic and instrumental daily activities (Lalive d’Epinay et al. 2008). Other
definitions of the fourth age include concepts of increasing vulnerability, high risk
of cognitive impairment, and the limits of individuals’ and medicine’s ability to
combat ageing processes (Motel-Klingebiel, Ziegelmann, and Wiest 2013).

Within an intergenerational perspective, the fourth age has been associated with
the loss of peers and the perception of living within a society dominated by much
younger generations (Hopflinger 2011). Old age is inevitably associated with the
loss of friends and confidants within the same generation and with the death of a
spouse. Widowhood is perceived as a critical life event in old age (Perrig-Chiello
et al. 2016). The combination of higher life expectancy and younger age at mar-
riage has the effect that at old age, more women experience widowhood than men.
In Germany for example, in 2011, 64 percent of all women aged 80 or over were
widows, compared to 30 percent of men (Nowossadeck and Engstler 2013). On
the other hand, the birth of grandchildren or even great-grandchildren can result in
a widening of family relationships. However, even for highly socially integrated
old men and women, one fact of life becomes more and more salient: They live
in a society clearly dominated by much younger generations, and they lose more
and more of their peers in their age cohort — a process that can result in a feeling
of intergenerational isolation.

The risks of negative health developments resulting in functional dependency
and cognitive impairments (such as dementia) increase at old age. Frail and vulner-
able old men and women are dependent on a barrier-free environment, an elaborate
care system, or sheltered housing (Albrecht 2011; Hopflinger and van Wezemael
2014). Adapted housing conditions and care systems are even more important for
old people afflicted by functional impairment or dementia. The fourth age also
remains determined by socio-economic differences. End-of-life analysis illustrates
that better educated old men and women are less affected by functional limitations
during their last year of life than less educated individuals (who at the same time
do not live as long) (Andersen-Ranberg et al. 2008).
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Table 3.4 Dependence on care and prevalence of dementia by age group

Proportion in need of care for basic daily activities

Age 70-74 7579 80-84 85-89 90+
Germany (2013) 5% 10% 21% 38% 64%
Switzerland (2014) 4% 6% 13% 26% 54%

Prevalence of dementia

European countries (2009) 4% 7% 16% 26% 43%

Source: Prevalence of dementia: EuroCoDe 2009, In need of care: Switzerland: Hopflinger, Bayer-
Oglesby, and Zumbrunn 2011, adapted to 2014 Germany: Pflegestatistik 2013.

Table 3.4 shows the proportion of people in Germany and Switzerland in dif-
ferent age groups who are dependent on care in basic activities of daily life and
the prevalence of dementia. Whereas in Germany, only a tenth of people aged
75 to 79 need care, these proportions increase to a fifth of those aged 80 to 84 and
nearly two-fifths of those aged 85 to 89. Today, most men and women aged 90 or
over depend on the care of younger generations. In Switzerland — due to higher
healthy life expectancy — the proportions are lower, but at age 90 and over, most
people are in need of care.

At very old age, most people are affected by health problems, but not all become
functionally dependent. Karen Andersen-Ranberg (2001) entitled her contribution
on centenarians ‘Healthy centenarians do not exist, but autonomous centenarians
do.” Nonetheless, in actual social discussions and professional debates, the fourth
age is generally perceived as characterized by social losses, vulnerability, frailty,
and dependency (while the third age is increasingly seen as a phase of new com-
petences and activities). The ‘old old’ are thought to be affected by functional and
cognitive deficits. The greatest social fear of old age is dementia, and the loss of
cognitive functions is perceived as a major risk of the fourth age.

Divergent social and ethical discourses
for different phases of later life?

Whether two divergent cultures of ageing and two specific social policies toward
a third and a fourth age in life are emerging is open to discussion, particularly as
many new socio-cultural developments are at an early stage or are observed only
among selected, affluent groups of older men and women. Regarding social poli-
cies, there is in fact a certain tendency toward a differentiation between two main
policies for the elderly. One policy aims at activating the healthy elderly toward
a positive contribution to society — for example, as experienced professionals or
senior experts, to compensate for a demographically shrinking workforce, but
also as participants in voluntary work and intergenerational projects (Kubisch and
Storkle 2016). Some of the social policies toward an active and productive ageing
intend to engage healthy elderly people in helping frail or dependent old ones — a
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strategy seen as part of a new solidarity pact of the “young old’ for the ‘old old.’
A second policy concentrates on improving the care system for the very old, on
strengthening the independence of frail old persons, or on securing the dignity of
people affected by dementia. Within a policy for the ‘old old,” the immigration of
care professionals is seen as one possible strategy to compensate for demographi-
cally induced gaps in family or professional care systems. In the same sense, a
lot of energy is spent on inventing technologies that compensate for functional
impairments. When ethics of participation and empowerment are considered, the
social policy toward the fourth age deals primarily with functional deficits, while
new social policies toward healthy retirees emphasize the potentials and experi-
ence of the elderly.

As the boundaries between the ‘third age’ and the ‘fourth age’ vary individually
and are constantly changing, there is a lot overlapping of concepts and defini-
tions, giving room to social and ethical discussions on ageing that have no final
solutions. Thus, rather than clear-cut social and ethical conflicts within an age-
ing society, we have a permanent ambivalence between an achievement-oriented
culture of ageing (for the ‘young old”) and a culture of dealing with the limits of
human life for the ‘old old.’

In this context, two general trends are noticeable: First, the emphasis on
competence-oriented concepts of ageing has resulted not in less deficit-oriented
perspectives on age, but simply in changing the time segment of ‘old age.” Tra-
ditional cultural images of old age are deferred in time, as retirement is no lon-
ger the start of old age. ‘Real old age’ begins later, when functional impairments
affect daily life. Many retired persons consider themselves to not be ‘really old’ as
long as they live at home without extensive help (Graefe, van Dyk, and Lessenich
2011, 304). Second, the emergence of a healthy phase of retirement, oriented
toward new activities or at least continuing previous activities, is to some extent
reinforcing fears about old age. Individualistic independence after retirement con-
stitutes a social and cultural contrast to (assumed and real) dependency at old age.
Adapting to functional and cognitive impairments seems to be more difficult after
a long period of healthy ageing; becoming dependent on the care of others is more
difficult to accept after a long history of independent living. The positive develop-
ments among the ‘young old’ highlight the contrast to the challenges of old age. In
any case, it is conspicuous that the positive re-evaluation of the ‘young old’ — who
are increasingly perceived as socially and politically forceful and active men and
women — contrasts with more negative attributes associated with the ‘old old.’
German gerontologist Ludwig Amrhein (2013) poses the thesis that the social
upgrading of the third age is complementary to a social devaluation of the fourth
age. While the ‘young old’ are perceived as active subjects, the ‘old old’ are still
primarily seen as passive objects in need of help and care.

From a social and ethical point of view, there are valid reasons to criticize this
simple but increasingly popular taxonomy of later stages of life. Recent studies
demonstrate valid possibilities for successful ageing even for very old individu-
als, questioning the purely negative concepts of the fourth age (Gondo, Nak-
agawa, and Masui 2013). A comparison of two cohorts of German centenarians
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indicates positive cohort changes even at old age (Jopp et al. 2013). Personally, I
am not convinced that it will be possible to redefine the fourth age in a more posi-
tive frame of reference — at least not in the next decade. The main social trend is
to delay the onset of frail and dependent age as long as possible. The — in a first
phase heuristic — taxonomy of different phases of age has become a metaphor of
the ongoing social and medical reconstruction of ageing processes. The ever more
powerful pro-ageing industry promoting healthy and productive ageing among
affluent baby boomers is partly legitimated by emphasizing deficit-oriented refer-
ence groups. Or, to put it more bluntly: The promised ‘heaven’ of a third age is not
marketable without referring to the dark sides of the fourth age.

Note

1 The concept of third age was first practically applied in 1975 in Lyon (France) when the
first university of the third age (université du troisiéme age) was founded.
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4 The nature of the fourth age as
a challenge to ageing societies

Paul Higgs and Chris Gilleard

Introduction

Conventionally, the sociology of old age has treated the final stage of the life
course as a ‘residual category’ of social and health policy, a category that affords
little autonomy from the structuring processes of modernist institutions and indi-
vidual biographies (Macnicol 2015, 20). As such, it has received relatively little
sociological theorizing. In recent decades this lacuna has been challenged both
by the ‘de-standardization’ of the life course and the emergence of the third age
(Briickner and Mayer 2005; Gilleard and Higgs 2008). This latter development
has been the subject of a number of theoretical formulations, which have estab-
lished it as a way of understanding some of the coordinates of contemporary later
life (Carr and Komp 2011; Weiss and Bass 2002). Relatively less attention, how-
ever, has been paid to the other constituent part of the re-articulation of old age,
namely the ‘fourth age.” Although this phenomenon has its roots in traditional
discourses surrounding the dependency and decline of old age, in contemporary
circumstances it has become much more than a final stage of life. In the context
of the agentic cultures of the third age, giving rise to longer, healthier, and more
productive later lives as well as their associated lifestyles, the fourth age acts as a
‘social imaginary’ for a feared old age of decline, dependency, and social death.
The impact of this social imaginary of the fourth age is not confined to any section
of society but can be observed on people of all ages, from the young who seek to
minimize any signs of potential ageing to the retired who wish to show that they
are still capable of the agency that marks out their active participation in the third
age. In part, this is recognition of the fact that those who come to be ascribed as
being in this category have passed into a position of ‘ageing without agency’ and
are deemed through social and health policies to be sequestered from everyday
life (Gilleard and Higgs 2010).

The argument of this chapter is that whereas old age was once a relatively
uncomplicated residual category that could be used to embrace all old people, in
contemporary society, the unity of later life has been fragmented. Old age does not
disappear, however, but re-emerges in a more concentrated form as a fourth age of
dependency and infirmity. In this chapter, we will point out that the fourth age is
not a social institution or structure but exists as a social imaginary. We will be
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drawing on the work of the theorist Cornelius Castoriadis (1997), using his ideas
regarding the nature of social imaginaries to position the fourth age as an example
of one such imaginary. By utilizing this framework, we distinguish between the
kind of ‘apocalyptic demography’ based on chronological age (Robertson 1997)
and approaches that focus on social attributions and cultural interpretations of the
‘challenge’ that is widely assumed to confront ageing societies.

The changing nature of later life

Most societies are ageing as a consequence of rising life expectancy and fall-
ing fertility. The number of people reaching retirement age is growing. This has
led governments in many countries to implement a variety of social policies to
address these changes; these include reforming pension systems as well as chang-
ing the eligibility criteria for state retirement pensions. The specifics vary from
country to country, and there is a continuing debate about what are the most
appropriate policies to follow (Hyde and Higgs 2016). More significant for the
purposes of this chapter, however, is not the policy responses of governments but
the profound transformation of old age into what can be better described as ‘later
life,” often represented as the ‘new’ ageing (Gergen and Gergen 2000; Torres-Gil
1992). Central to this transformation have been the changes to the institution-
alized life course, with its once stable divisions between education, work, and
retirement. The emergence of a differentiated consumer society allowing for indi-
vidual distinction and the construction and re-construction of lifestyle has since
the 1960s resulted in a very different terrain on which new forms of post-working
life have been established. This has been noted by a number of social theorists,
who have put different slants on what has changed or why (Bauman 2000; Beck
1992; Schulze 1997).

Within the sociology of old age, a gradual awareness of these changes has
slowly emerged. Social gerontology has shifted from being oriented in large
part toward social administration to becoming much more conversant with, and
engaged by, the ‘cultural turn’ in the social sciences (Twigg and Martin 2015).
This has manifested in the growth of cultural gerontology and the development of
approaches focusing around the emergence of a third age (see Hopflinger in this
volume). The third age is typically represented as a more expansive experience of
later life than that previously outlined by accounts centered upon the ‘structured
dependency’ of older people or the political economy of ageing (Phillipson 1982;
Townsend 1981; Walker 1981). The concept of the third age is now extensively
debated, and while there has been considerable resistance to accepting that the
incomes, lives, and health of older people have improved substantially, there is
now more general recognition that on the whole, the majority of the retired popu-
lation in the West are not the most ‘residualized’ individuals in society (Phillipson
2015). In fact, older people have generally weathered the recessions of the early
21st century better than the young (Grech 2015; Higgs and Gilleard 2015a; Jen-
kins et al. 2012). This transformation in the material circumstances of the older
population has fueled talk of generational conflict, at least among some political
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commentators (Higgs and Gilleard 2010). Whatever the interpretations made of
the phenomenon, there is a general awareness that the majority of the older popu-
lation have in current circumstances escaped their status as a residual category of
social policy.

This has meant that the idea of old age as a unitary category defined by lack
and dependency is no longer sustainable. Old age/later life has been fragmented
into a multiplicity of lifestyles and locations, leading to a divergence of concerns,
interests, and needs. The category of retirement, which was earlier fashioned as a
mainly male exit from the labor market (on the grounds of potential ill health and
declining productivity), has been transformed into a complex and more poten-
tially fulfilling period of life, largely disconnected from the previously overshad-
owing notions of economic dependency and fragile health. This has underpinned
the culture of the third age and the related concepts of active, productive, and
successful ageing (Gilleard and Higgs 2011a). As health and relative affluence
have become aspirations increasingly realized by successive cohorts of retirees in
the developed economies of the world, some have begun warning that such aspi-
rations serve only as a denial of the difficulties still experienced by many older
people and the profound challenges to health facing societies growing ever older
(Grenier 2012; Komp 2011; Lloyd et al. 2014).

If the third age suggests the possibility of a later life removed from the limita-
tions of ill health, how does the connection between ageing, illness, and impair-
ment re-enter the equation? That there is a profound link between these phenomena
has been at the heart of most social policies focusing on old age (Gilleard and
Higgs 2011a). In contemporary Western society, the emergence of the third age
has removed many older people from a social position defined by their health
status. The fading of the once modern idea that one medical specialty — geriatric
medicine — could be responsible for all the health issues faced by older people is
one particular consequence of this change. This has led to some positing that if
there is a third age for some, is there a ‘fourth age’ for others? If this is the case,
what defines this fourth age, and how might such a concept help us understand the
changing nature of later life? Some have argued, for example, that concepts such
as the fourth age are used primarily to divide up the older population in ways that
are inimical particularly to the more vulnerable members of the older population
‘excluded’ from the cultures of the third age (Bury 1995). We would argue that in
much the same way that the third age has a number of different formulations, we
need to be aware that the fourth age, too, can be understood in a variety of ways.
The implications of these differing approaches throw light on important features
of ageing societies, such as the creation of new as well as the maintenance of older
divisions in later life.

Modeling the fourth age

Discussing the nature of the fourth age is a complex issue because, although the
term is of recent origin, it has very old roots. There are three broad approaches
that can be discerned in the literature on the topic. The first sees the fourth age
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principally in population terms and focuses on the increase of those who have been
termed ‘the oldest old’ as a proportion of the population aged over 60. Drawing on
a well-established tradition of dividing the life course into different stages (Burrow
1986; Sears 1986), this ‘stages of life’ framework is built on an older distinction
between a ‘vital,” ‘green,” or ‘mature’ old age, which is contrasted with a subsequent
‘decrepit’ or ‘senile’ old age, prefiguring mortality. Although pre-modern use of this
‘two stages of old age’ approach varied widely in the choice of a particular chrono-
logical age used to distinguish between the stages, contemporary accounts have
located the point between them as being around age 75, with more recent writers
taking it to be 80 or even 85. This division echoes a distinction first made by Ameri-
can sociologist Bernice Neugarten (1974) when she divided the older population
into ‘the young old’ (those aged 55 to 74) and ‘the old old’ (those aged 75 and older).
In this formulation, the fourth age is assumed to be a stage of life associated with the
‘old’ old, whose oldness is marked by the distinctions of chronology.

The second approach is organized more by reference to disability and frailty
than by chronology. This articulation emphasizes the distinction between infir-
mity and able-bodiedness in later life. Again, such views can be traced back into
history, particularly the early modern tradition of distinguishing between the
‘deserving’ and the ‘undeserving poor.” The former were those whose poverty
reflected their inability to fend for themselves in the light of unchosen circum-
stances, while the latter those whose situation was seen to be of their own doing
(or lack of action). Along with orphans and widows, the old and infirm constituted
the bulk of the deserving poor, those who were entitled to be provided with alms
and charity, while other groups such as the ‘idle beggars’ had less of a claim. In
later centuries, these groups would become recipients of more formal systems
of poor relief that were organized under the rubric of the ‘poor laws’ (Higgs and
Gilleard 2015b). Within the newly emerging welfare states of the 20th century,
this distinction became more carefully delineated. Documented chronological age
formed the basis for retirement pensions, while ‘chronic sickness/infirmity’ served
as the criterion for determining access to healthcare and social services (Gilleard
and Higgs 2011b). This latter distinction elevated infirmity — or ‘frailty,” as it is
now designated — to serve as the point of distinction around which the idea of a
fourth age would eventually congeal. In this model, frailty and infirmity define
the fourth age. This position has been combined with the earlier ‘demographic’
delineation to define the fourth age as “very old age, or the fourth age, [. . .] usu-
ally seen as the age of vulnerability and frailty” (Kruse and Schmitt 2015, 133).

A third model focuses less upon the individual’s length of life and more on their
proximity to death. It treats the fourth age as a period of ‘terminal decline.” Termi-
nal decline theories assume that during the last years of life a process of general
mental and physical decline that is distinct from the general trajectory of ageing is
initiated (Kleemeier 1962; Riegel and Riegel 1972). Palmore and Cleveland have
outlined it in the following way:

The essence of this theory is that many human functions are not primarily
related to chronological age as such but tend to show marked decline prior to
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death during a period ranging from a few weeks to a few years. A corollary
is that normal aged persons are able to maintain most of their functions on a
fairly stable level until they enter the terminal decline phase shortly before
death. The theory assumes that whatever combination of genetic and envi-
ronmental factors causes death also causes the marked decline in functions
prior to death.

(Palmore and Cleveland 1976, 76)

The ‘theory’ of terminal decline was initially concerned with decline in cognitive
functioning. In more recent years, it has grown to include a more extensive list
of functions, including subjective health and well-being (Gerstorf et al. 2013).
Given the expansiveness of such functional decline, some researchers have cho-
sen to put forward a ‘two stage’ model of human ageing, differentiating between
a longer ‘pre-terminal’ phase of relative stability and a shorter, more acute period
of ‘terminal’ decline, lasting from a few years to as long as a decade (Backman
and MacDonald 2006; Gerstorf and Ram 2015). Within this framework, the ‘pre-
terminal’ phase is viewed as being capable of modification, while the terminal
phase is considered relatively fixed and directed more clearly toward death (Ger-
storf et al. 2013).

Theorizing the fourth age as a distinct life stage

Although the term ‘the fourth age’ is not present in the works of key writers such
as Bernice Neugarten and Robert Kleemeier, their views on old age nevertheless
depend on the premise that there is a binary opposition operating within later life:
that there is a ‘good’ against a ‘bad’ old age, that there is a ‘successful’ against an
‘unsuccessful” form of ageing. This latter distinction — successful versus unsuc-
cessful ageing — was first outlined by Rowe and Kahn (1987) in their seminal
paper on ‘usual’ versus ‘successful’ ageing. In their paper, they sought to take
issue with “a gerontology of the usual” (Rowe and Kahn 1987, 143) by high-
lighting the differences between ‘normal’ ageing as disease-free and healthy and
‘ageing as usual’ with its accompanying ‘natural’ decline. It has been pointed out
that there is a tendency to merge ‘usual’ with ‘successful’ in subsequent discus-
sion, which has had the effect of representing ageing as usually successful, with
pathological or unsuccessful ageing being treated as the exception to this general
rule (Strawbridge, Wallhagen, and Cohen 2002). As a result, research examining
the prevalence of ‘successful” ageing has produced varying estimates of its ‘nor-
mality’ among community samples of older adults from as low as 0.4 percent to
as high as 95.0 percent (Depp and Jeste 20006).

In addition, a further issue needs to be addressed when thinking of the fourth
age primarily as a life stage. If there is indeed a divide in the nature of old age, is
it possible to state what exactly constitutes the alternative outcome to ‘successful
ageing’? For Rowe and Kahn, it was not failure but ‘normal’ or ‘usual’ ageing.
Gradually, however, a different and more pessimistic image has come into focus,
that of failed age and frail old people. While Kahn acknowledged that there was



62  Paul Higgs and Chris Gilleard

a risk that those seen as not ageing successfully could be seen as “unsuccessful
and therefore as failing,” he also thought that such categorization reflected much
more the American cultural values of “succeed-or-fail” (Kahn 2002, 726) than it
did the inevitable outcome of proposing a concept such as successful ageing. This
has not convinced more critical writers, who have contended that models of suc-
cessful ageing “have been and continue to be criticized for being most applicable
to the relatively healthy ‘third age’ of life or “young old’ populations and not to
the ‘fourth age’ or the ‘oldest old’ which comes with significant constraints in
functional capacity, frailty, and psychological losses, and limited effectiveness of
interventions” (Flatt et al. 2013, 947).

Although this precise terminology may not have existed previously, the divi-
sion between the third and fourth ages can be discerned to be widespread in an
immanent form. The term itself — ‘the fourth age’ — was brought into the wider
gerontological community by the English historian Peter Laslett, in his book 4
New Map of Life (Laslett 1989, 1996). Significantly, and in line with the work of
Rowe and Kahn, Laslett’s book was not really about ‘deep’ old age. His concern
instead was to put forward an argument for the existence of a more positive ‘third
age,” which could function as the ‘crown of life’ rather than life’s decline (Las-
lett 1989, 1996). His introduction of a ‘terminal’ fourth age was meant to serve
as a sharp contrast with the third age. Laslett’s fourth age follows the third as a
transition, one that he sees as “greater than either of the previous life course tran-
sitions”; from childhood to adulthood or from adulthood to the third age. Fram-
ing it as a period “of dependence and decrepitude” (Laslett 1996, 192—-194), he
delineates the fourth age as “the onset of final decline,” when individuals become
“passengers or encumbrances” within society (Laslett 1996, 194). By exalting
the opportunities of a successful third age, Laslett, like Rowe and Kahn, ended
up inadvertently drawing out the failures of the fourth. As if to sum up this view,
the only positive suggestion he could make was that future generations develop
the wisdom better to manage the transition or, preferably, learn how to defer it as
long as possible.

A somewhat different approach to the fourth age has been followed by German
psychologist Paul Baltes, whose research was concerned particularly with intel-
lectual change over the life course. Much of his earlier work argued against the
notion that there was a universal necessary decline in mental and behavioral com-
petence over the adult life course (Baltes 1987; Baltes and Baltes 1990; Baltes and
Schaie 1976). In his later work, he became more convinced that there were limits
to the plasticity of mental and behavioral competence. Adopting a more explicit
‘stages of life” approach, he wrote:

For the younger-old, those in the Third Age, the prospects seem bright [. . .]
modern societies have the potential to create a better future for the younger
of the older ages and [. . .] empower individuals to become ‘successful agers’
[but] for most of the older-old however the prospects are not so bright. From
my point of view ‘hope with a mourning band’ may be the motto best suited
to this situation. [. . .] As demographers celebrate each month gained in the
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lives of the oldest-old, researchers focused on improving quality of life worry
about the associated increase in the gap between longevity and vitality.
(Baltes 2006, 38)

Baltes and Smith (1999, 2003) argued that there were important differences in
the capacities and adaptability of people before and after the age of 80. This dif-
ference manifested as an increased dependency on culture and society, as well
as a reduced capacity to benefit from them. Risk of adverse outcomes increased
significantly after this age, while the potential to deal with disease, dysfunction,
and external stress was greatly diminished.

Following on from this, Baltes therefore ended up utilizing a chronologically
bound ‘stages of life’ model that contended that there are qualitative as well as
quantitative differences between the periods of later life. At the same time, he
introduced a variant of the terminal-decline model to define these differences.
In a similar fashion to the position developed by Laslett, he used the trope of a
final decline as a predictable life-course trajectory that is unlikely to be halted or
overcome and that involves decline across multiple domains as his general model.
This differs from those who put forward a simple model of the deleterious conse-
quences of chronic or degenerative diseases such as arthritis, dementia, or heart
disease. These diseases of later life may constrain ill health to particular areas
or organ systems, but by implication each degenerative disease remains open to
effective intervention and ‘recovery,” whereas for Baltes this is unlikely. In this
sense, the Baltes approach could be said to be similar to that of Linda Fried’s
model of frailty, namely an age-related syndrome of multi-system failure that is
distinct from disease and disability itself and that in turn leads toward ‘an end
stage’ that is “irreversible and presage[s] death” (Fried et al. 2001, 154).

The fourth age as a social imaginary

Although Laslett (and to some extent Baltes) have sought to frame the fourth age
as a stage of ‘late’ late life defined by its chronology, others have pursued the idea
that a qualitative change takes place in later life that is linked not with years lived
but rather with closeness to death; it is this latter association that brings about
“frailty’ and ‘failure.” In an approach located in sociology rather than psychol-
ogy or biomedicine, Gilleard and Higgs (2010; Higgs and Gilleard 2015b) have
proposed viewing the fourth age in a very different light, seeing it as a cultural or
social imaginary framed by the experience of decline and the deterioration present
in later life. This term, the ‘social imaginary,’ is borrowed from French theorist
Cornelius Castoriadis (1997). Castoriadis argued that all social structures possess
a central imaginary, situated “on the level of elementary symbols or of global
meaning,” that link their functional role with their symbolic form. “[E]very soci-
ety,” he writes, “posits a ‘view of itself” which is at the same time a ‘view of the
world’ [. . .] [which] is part of its truth or its reflected reality [. . .] without being
reducible to it” (1997, 39). Social structures therefore can only be understood
through the organization or network of signifiers and signified that is held within
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the social imaginary. Just as the life course as a whole can be conceived as a social
structure, in the sense of the ‘institutionalized’ life course (Kohli 2007), so can its
stages and segmentations (Gilleard and Higgs 2013).

Rather than assuming anything directly about the fourth age as either an inte-
rior condition or as a social fact, Gilleard and Higgs argue that the fourth age is
fashioned by the meanings attributed to old age rather than by any particular set
of biological, demographical, or psychological indicators. These meanings have
their historical roots in pre-modern distinctions between seniority and senility;
between the sturdy and the infirm, and between a ripe and a rotten old age. In
modern times, they have taken on a distinctly new resonance as contemporary
influences have reshaped this imaginary, leading to the emergence and success
of third-age cultures. These cultures, as we have noted, reflect a concern with
lifestyle as well as the embedding of a consumerist habitus across the life course
(Gilleard and Higgs 2011a, 2011c¢). Through the promotion and consumption of
various products and practices, mid-life individuals are offered the chance of
remaining participants in third-age lifestyles as long as they want to, and these
engagements continue well after retirement (Higgs 2012). Accompanying the
imperatives of choice, autonomy, self-expression, and pleasure that are associated
with third-age culture, Gilleard and Higgs (2010; Higgs and Gilleard 2015b) have
argued, lies a fear or distaste of unacceptable ageing — of ageing without agency —
that itself serves as one of the drivers toward such consumerism. This habitus of
active consumption is promoted by the market and the state, often as a recipe for
avoiding real, costly old age (Jones and Higgs 2010).

The cultures of the third age, Gilleard and Higgs argue, help sustain the belief
in two types of ageing — one that permits a lifestyle unhampered by the unwanted,
undesirable aspects of age associated illness and impairment, the other a fourth
age in which irremediable frailty and irreversible disease is realized. This dis-
tinction, of a ‘real’ old age that lies beneath the surface of ‘normal’ or ‘usual’
old age, is one acknowledged by many old people themselves. Degnen’s (2007)
anthropological research into ageing in a Northern English community notes the
“distinctions made by older people themselves about the boundaries and distinc-
tions between ‘real’ and ‘normal’ old age. While a great deal of physical change
and a certain amount of shifts in mental states are accommodated in older people’s
notions of normal ageing, the most important gauge of the onset of real old age is
a decline in mental acuity and related shifts in comportment” (Degnen 2007, 79).

Gilleard and Higgs have consequently argued that the fourth age can be most
usefully understood as an imagined boundary within later life, a social divide
internalized by older people themselves, as well as by health and welfare profes-
sionals, the state and the market (Higgs and Gilleard 2015b). It represents a line
of fracture that embodies more than simple chronology, disease, and disability,
drawing upon a long cultural history of distinguishing between the good and the
bad sides of ageing (Minois 1989). However, as a result of the cultures of ‘suc-
cessful” ageing becoming much more influential in setting the aspirations of later
life in contemporary society, these darker aspects of ‘real’ old age have become
a new social and cultural terrain on which the future of old age is contested
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and its identity marginalized once more (Kruse and Schmitt 2015, 133). But
what exactly constitutes this fourth-age imaginary, and how might it be socially
realized?

Dimensions of the social imaginary of the fourth age

Four components constitute the axes for a social imaginary of the fourth age in
Gilleard and Higgs’ work. These are frailty, abjection, the loss of agency, and
care (Higgs and Gilleard 2015b). Frailty can be seen as the equivalent of infir-
mity and is used in a similar fashion to the historical category of the ‘aged and
infirm.” Frailty includes both mental and physical infirmity as well as the idea of
a material and moral vulnerability. The second aspect of the fourth-age imaginary
is that of abjection. Abjection is embodied within those aspects of infirmity that
society finds most distasteful; it constitutes what could be said to be the fourth
age’s material and moral repugnancy. Still, abjection carries a number of differ-
ent connotations. It reflects, in part, membership of a social location (a category
of person), but it is considerably more than that. It also reflects the inability of a
person to look after himself or herself and is compounded by its capacity to elicit
further disgust through the evident incapacity of the aged infirm person to recog-
nize his or her inabilities. This, in turn, leads to an inability for the individual to
assert himself or herself as a potential agent; to be the agent and representative of
his or her own inabilities, a position of subjectivity that has been achieved in the
disability-rights movement.

Frailty and abjection imply not just social distancing — social exclusion — but
also and equally elicit a moral responsibility for the care of those so categorized.
Such a moral responsibility is not unique to the fourth age; it has long existed
alongside the need to provide aid to other equally deserving groups whose vul-
nerabilities have also been acknowledged, inter alia widows and orphans, the
deaf and the blind, and, to use the terminology of the time, ‘the halt and the
lame.” These are all categories of the ‘impotent poor.” The ‘moral imperative of
care’ underlying care in the fourth age, however, creates a paradox. Care both
shapes and is shaped by the fourth-age imaginary. Whether provided informally
by family and friends or formally by public or private institutions, care is both a
response to, and a definer of, need. It involves narratives and practices that can
work together or creates ones that can lead to conflict and contradiction. In the cir-
cumstances of advanced old age, care is therefore carried out within the shadow
of the fourth age and often continued through into its deepest shadows, at the end
of an individual’s life.

Agency (or rather the loss of agency) serves as the fourth vector framing the
social imaginary of the fourth age. In many ways, the concepts of agency, identity,
and personhood represent key elements sustaining the habitus of the third age,
with its emphasis upon autonomy and choice, individual distinction, and lifestyle.
Threats to the free exercise of autonomy and agency and the possibility of exclu-
sion from the arenas of choice and distinction constitute perhaps the essential vul-
nerabilities associated with becoming ‘abject’ or ‘frail” and with being assigned to
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the category of the fourth age. Most of the social movements of the 1960s empha-
sized identity and youth; but equally they emphasized choice and voice, being a
voice that demanded to be heard. The loss of agency, of identity, casts those with
neither voice nor choice into a position of exclusion and marginality — a kind of
dark matter, whose presence is felt but never identified, what has been described
as akin to the ‘black holes’ of deep space identified by astronomers through the
effects of their gravitational pull on other celestial bodies (Gilleard and Higgs
2010). While the market and the marketized state privilege choice and voice, such
‘third age’ rhetoric sits uneasily with the circumstances of those enveloped by the
fourth age’s imaginary.

Implications of the fourth age

Out of these different ways of understanding the fourth age, there emerge different
challenges for ageing societies, in terms of both policy and personal experience.
For Laslett’s model, the key issues were how to compress morbidity and foster the
progressive rectangularization of the life course (Fries 1980, 2003). This could
include support for measures to shorten the fourth age, ranging from the promo-
tion of advance directives to the legalization of assisted dying. For Baltes’ model,
there is a need for instituting the revision of lifestyles based upon the optimizing of
what can be optimized and the minimization of what is lost, early in old age, all the
while preparing for the worst. This position (similar to that of the terminal-decline
model) implicitly recognizes the importance of long-term-care insurance and the
value of effective palliative care toward the end of life. It supports the development
of mid-life healthcare checks that can promote interventions in mid-life, where the
chances of effecting change are greatest. For Gilleard and Higgs, there is the need
to confront the social realization of the fourth-age imaginary while seeking to sup-
port and sustain the possibilities of extending the cultures of the third age across
the potential barriers of class, community, and cohorts (Higgs and Gilleard 2016).
This might involve greater investment in long-term care in order to improve access,
quality, and variety. While others have argued that the possibilities of civic engage-
ment in the fourth age need to be promoted, such proposals confuse chronology
with capacity (Kruse and Schmitt 2015). Being aged 80 or 90 does not automati-
cally draw down the shadows of the fourth age. Likewise, others have argued that
severe infirmity is no automatic barrier to the realization of a citizenship modeled
on that of the disability movement (O’Connor and Nedlund 2016). However, those
exemplifying such a position often need to reconstruct the basis of citizenship in
order to make the principles work (Sonnicksen 2016). In such reconstructions, old
connections are lost and new hierarchies are established.

Although each approach might lead to some difference in policy emphases,
they share a number of themes that simultaneously recognize the impossibility of
maintaining a common framework to improve the experience and opportunities of
everyone in later life. It is little use to employ “a third age rhetoric for a fourth age
reality” (Gilleard and Higgs 1998); equally it is unhelpful to insist upon a state
determined ‘active’ old age shaped as a kind of antidote to the state-structured
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dependency of old age (Gilleard and Higgs 2000). Working life arguably is, and
will continue to be, the principal arena from which third-age cultures and the
opportunities they promise can be established. This is as true in terms of how the
different factors maintaining post-work income and expenditure are likely shared
between employers, employees, the state, and the market as it is for the material
underpinning that the cultures of the third-age need in order to thrive. As pension
policy continues to evolve and change, it is therefore particularly important that
the failures of the state, and not just the market, are compensated for if the benefits
of third-age cultures are to be as widely shared as is possible. Although this is a
much debated and contested topic, it is not the object of this chapter. Rather, our
focus is on the implications that flow from the discourses of the fourth age, how-
ever conceptualized. These are often quite different. Here, the emphasis is less
upon personal income, benefits, and pension accrual and more on care, services,
families, and households.

What then constitutes the particular challenges posed by the fourth age? We
would argue that over the course of the 20th century, and particularly in its second
half, much policy and professional rhetoric was aimed at removing the scandal of
the alms-house, the workhouse, and the poor law infirmary. All had the intention to
put an end to the exclusion of the old poor and sick from good-quality healthcare
and social services. Despite much investment in medicine, nursing, and social care,
the shadows of the fourth age, we would argue, have once again darkened and
deepened the scene. Where once the aged poor feared entering the workhouse, now
the fear is of ending up in a nursing home with Alzheimer’s disease (Gilleard and
Higgs 2011d). The fourth age has become considerably more widespread, although
it is no less abject. Long-term care remains the Cinderella service, where the low-
est paid and least resourced battle to sustain the dignity of life’s ending. Although
palliative care services are extending their remit from a particular concern with
cancer, they have yet to engage more fully with the dilemmas posed by mental
infirmity, personal incapacity, and complex multi-morbidity toward the end of life.

It needs to be recognized that although a fourth age is by no means a universal
prospect, this does not mean that it is optional for society. To make its presence
less inevitable means challenging what constitutes good care, investing in care at
the deep end, and focusing research on remediating, not simply measuring, frailty.
Most importantly, research and policy should be directed at preventing, reducing,
or mitigating the impact of infirmity, preventing the abjection both of those who
work in and those who receive long-term care, and finally focusing upon the sub-
jectivities of old, infirm, and impaired people rather than concocting narratives of
their potential agency (Higgs and Gilleard 2016). Although there are good reasons
to believe that the financial impoverishment of later life is being progressively
minimized within our ageing societies, the impoverishment brought about by the
fourth-age imaginary will prove a much harder nut to crack. It is one of the big-
gest challenges facing our ageing societies; in the end, it may not be possible fully
to realize such a goal. That requires an acknowledgment that for some people,
some of the time, the fourth age will have to serve as a haven when the effort of
living otherwise is simply too great.
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5 Old age, potentials, and
vulnerability

Andreas Kruse

Introduction: key themes

This contribution considers a differentiated view of old age and, in so doing,
addresses different perspectives. The first one is the view that still dominates
today, namely the interpretation of age as a primarily physical process — this needs
to be replaced by highlighting the simultaneity of physical losses and the potential
mental and spiritual growth processes. Here then, another perspective is devel-
oped which understands ageing as a psycho-spiritual process. In it, the burden on
the individual, brought about by physical ageing with its ensuing limitations and
losses, is not denied. However, physical ageing should not be seen as the salient
feature of ageing. If one were to focus solely on physical processes, the potential
wealth that can unfold in the ageing process would be overlooked and lost.

In this context, it therefore seems appropriate to refer to the integration of two
perspectives: the perspective of potential and the perspective of vulnerability. On
one hand, this expresses the fact that we cannot simply take the mental and spiri-
tual development in the ageing process as a ‘given’ fact; rather, it is the result of a
successful interaction between an individual who is open to mental and spiritual
processes and a socio-cultural environment that offers a sufficient level of ideas
and thus has a positive effect on the development of potential and self-realization.
On the other hand, it expresses that not only must we interpret physical develop-
ment in old age in terms of multi-morbidity and functional impairment, but also
we need to develop a more comprehensive approach, particularly due to the mor-
phogenesis that takes place in the ninth decade of life and that increases human
susceptibility to diseases. This is why the restitution and compensation capacity
recognizably declines — it is a normal biological event. We do not live infinitely,
because of our limited cell-division capacity, but also due to the fact that, during
the course of our lives, more and more damage occurs in our cells, as well as in
our DNA (our genetic material), thus ensuring our lifetime is limited. In addition,
at an advanced age, we are confronted with biological limits; wanting to ‘remove’
these would really be rather naive.

However, we must not underestimate the fact that we can make significant
contributions to designing physical ageing — as well as cognitive and emotional
ageing — by means of health promotion, disease prevention, and rehabilitation.
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The capacity for self-design needs to be considered explicitly in all the theories of
ageing. This statement constitutes a cantus firmus in this contribution. Self-design
is also reflected in the potential and the efforts of the individual to gain a growing
understanding of himself or herself (self-understanding). A review of one’s biog-
raphy, as well as the anticipation of the future — in which limitations and finitude
become ever more important — and the assumption of responsibility not just for
oneself, but also for other people, are processes that repeatedly trigger the ques-
tion of one’s own identity.

The processes of self-understanding are of particular importance when old
people find themselves in borderline situations, such as when faced with seri-
ous physical illness, dementia, or the loss of loved ones. In this contribution, an
examination of borderline situations (also from a perspective of potential output
and growth) is to be undertaken, as well as a more detailed analysis of the emo-
tional, motivational, and cognitive processes of dementia. It will also be shown
that dementia is not associated with the loss of al/l cognitive resources: Emotional
and perception-related resources remain for a long time. In addition, particularly
important processes and points in the biography have a subjective effect long into
the dementia — in the sense of ‘islands of the self.’

The complexity of ageing — also of ageing when ill — requires a society and cul-
ture that is aware of this complexity and is able to offer differentiated responses
to it. For this reason, at the end of this contribution — after a number of statements
on the anthropology of age have been made — questions are asked regarding the
essential features of an age-friendly culture.

Potential and vulnerability in old age

Population ageing does not necessarily imply inevitable decreases in societies’
competitiveness or decreases in intergenerational solidarity, but current demo-
graphic change does contribute to an increasing societal (and also scientific)
interest in the possible contributions of older generations to the development and
cohesion of society. The respective question refers to both an individual and a
societal perspective: to actual and future resources and potentials of older people,
as well as to societal conditions necessary for developing, expanding, and real-
izing the potentials of older people.

The psychological consideration of old age elucidates three potentials in this
phase of life (Kruse 2014). The first is introspection or self-reflection — that is, an
in-depth grappling of the person with himself or herself allowing for new insights
and a more profound understanding of the self; the second is openness — that is,
the susceptibility to new impressions, experiences, and insights that may result
from a new view of himself or herself, as well as from the surrounding social and
spatial world; and, finally, the third is generativity — that is, the conviction that the
individual has a place in the succession of generations and has to assume respon-
sibility within this succession.

More and more limitations and the finiteness of one’s own existence enter
the center of experience, and this requires concentrated, in-depth self-analysis
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(Erikson 1998). This expresses, on one hand, one’s knowledge about life and the
knowledge of the individual gained from the biography; on the other hand, this
knowledge about life, as well as the individual’s self-knowledge, is differentiated.
The individual’s in-depth analysis of himself or herself is promoted by openness
to new impressions, experiences, and insights (Randall 2013). This openness is
paraphrased in psychological literature as the concept of ‘cathectic flexibility,’
which is expressed in old age, especially in the ‘transcendence of the body,” and
in very old age in the ‘transcendence of the self” (Peck 1968). In contrast, cathec-
tic impoverishment is associated with a significantly reduced sensitivity to emo-
tional, mental, and social processes; the person is ‘trapped in the body’ and unable
to experience meaning and connectedness within a chain of generations (Ardelt
et al. 2013). A need for ‘symbolic immortality’ — that is, to invest resources and
potentials into things that outlive the self — is conceptualized as a significant moti-
vator in old age (Blumenberg 1986; Tornstam 2005).

Cultural demand for generativity can change substantially over time. Against
the background of demographic change, interest in the possibilities and precon-
ditions of development and effective use of strengths and potentials of old age
has grown worldwide. However, generativity is prompted not only by society,
and not only societies benefit from generative action. Inner desire, as a second
motivational source of generativity, refers to two complementary basic human
needs: a ‘need to be needed’ (that is, to have meaningful relations to others)
and a need for ‘symbolic immortality’ (to invest resources and potentials into
things that outlive the self) (McAdams and de St. Aubin 1992). The aforemen-
tioned motivational sources of generativity are reflected in two further facets of
generativity: a conscious concern for the next generation and a commitment to
take responsibility for the next generation. The translation of concern and com-
mitment into generative action depends on what has been described as “belief
in the species” (Erikson, Erikson, and Kivnick 1986) — that is, “to place hope in
the advancement and betterment of human life in succeeding generations, even
in the face of the strong evidence of human destructiveness and deprivation”
(McAdams and de St. Aubin 1992). Moreover, generativity is conceived within
the larger context of the life-story theory of adult identity (McAdams 2013).
From this perspective, adults construct and try to live out a ‘generativity script’
that not only reflects past generative action, but also is important for current
generative concerns and commitments, as well as an understanding of what is
worth outliving the self and what can and should be transmitted to others through
generative efforts.

The potential perspective expressed here — which describes not only an indi-
vidual, but also a social potential — is to expand by a perspective of vulnerability
that primarily affects the physical features but at the same time can affect brain
functions. The organism’s vulnerability increases in significance particularly at
very old age, from the middle of the ninth decade of life.

Susceptibility to a growing number of diseases, a growing number of physical
symptoms — polypathy — the probability of needing care, and a notably increased
risk of dementia are all seen in the ninth and tenth decade of life. At a very old age,
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people regularly report that they no longer feel in control of their own bodies; they
complain about a growing number of symptoms, as well as fluctuations in their
physical condition and sometimes also in their cognitive ability.

Very old age — which we understand as beginning at about the middle of the
ninth decade of life — is not genetically encoded. That is, it is not in our DNA, our
genetic material. In addition, it should be considered that our DNA’s ability for
genetic control becomes increasingly more restricted due to an accumulation of
damage. One consequence is the reduced protection of our bodies against noxa
and disease: Very old people cannot fight diseases and degenerative processes as
well as they could in younger years; they become bio-genetically increasingly
vulnerable.

This modus deficiens — to borrow a term from medieval Jewish-Arabic doctor
Moshe ben Maimon — demands an increasing degree of activation, stimulation,
and motivation from the social, spatial, and institutional environment; it requires a
growing number of supportive participatory structures, and it needs a barrier-free
environment as a preventative measure.

Very old people are particularly dependent on good medical treatment, reha-
bilitation, and care. With the measures mentioned, we help compensate for the
modus deficiens, the increased vulnerability at very old age, and better protect
the elderly.

As we age, our increasing loss of biological protection and our decreasing
genetic control demand greater social and cultural protection. The elderly, with
their physical vulnerability, are a special responsibility, a challenge for society. In
the middle of the ninth decade of life, significant changes occur in our physical
and cognitive parameters, reminding us of a morphological change of the whole
organism. This is accompanied by a growing vulnerability in terms of physical
and organic brain disease — which does not mean that all elderly people will suffer
severe physical and cognitive losses; this generalization must be ruled out (Bano
and Benbow 2010; Huxhold, Fiori, and Windsor 2013; Shmotkin et al. 2013).
However, the probability of such losses does increase detectably, and this can be
deduced by the fact that, in the ninth decade of life, chronic physical diseases, as
well as the various forms of dementia, are significantly more likely. What needs
to be considered here is that it is precisely this advanced age that is showing
a remarkable demographic dynamic; it is here that we are finding the steepest
population growth.

In Western European countries today, 5.5 percent of the population is over
80 years. By the year 2040, this figure will be more than 12 percent. This means
that we have to increasingly concern ourselves not just with vulnerability, but also
with the transience and finitude of human existence. We must find cultural forms
of dealing with this borderline situation in order to support people in accepting
these borders and to realize their potential for self-design in these borderline
situations — a big social and cultural task, and indeed a political one. Furthermore,
population ageing implies a real gain for society from a psychological and exis-
tential perspective, and both aspects need to be considered when we think about
age and society.
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Self-understanding and self-design as a challenge and
a developmental potential in old age

Following the lifespan developmental theory of Erikson, establishing ego integ-
rity in the context of life review is an indispensable task at the end of human life;
if people do not succeed in confronting this task, they are expected to suffer from
despair and feelings of weariness toward their own lives. This last psycho-social
crisis is initiated by changes in older people’s situation at the end of life and is
reinforced further by social demand. Ego integrity is conceptualized as a posi-
tive ending point of the lifelong development of identity. Reaching ego integrity
implies being able to accept one’s life as a whole, including lost opportunities and
unfulfilled aspirations and expectations.

Re-configurations of the self can become subject to renegotiation in old age for
several reasons. From a sociological perspective, cohort flow implies changing
age structures, changes in individual ageing processes, and — more basically, as
considered by German (later British) philosopher and sociologist Karl Mannheim
in the late 1920s — new approaches to understanding the self, the world, and soci-
ety. From the tradition of psychoanalysis, it has been argued that defense mecha-
nisms might lose effectiveness in old age; others have argued that age-related
impairments and losses can force people to give up “protective illusions” (Filipp
1999). ‘Reality’ is inevitably ambiguous; specific events and developments do
not have a definite significance for re-configurations of the self but are selected
from a multitude of possible relevant events and developments, which, moreover,
can be interpreted and evaluated in very different ways. As a consequence, basic
assumptions of our understanding of the self and the world can be challenged by
critical life events and experiences.

The potential for self-reflection in old age is very nicely expressed in a poem
by romantic writer Josef von Eichendorff, who lived from 1788 to 1857, and who,
incidentally, spent one year studying law at the University of Heidelberg.

My God, I give thanks to you that you, for me, beyond all the treetops bathed
my youth in aurora and sound, and at the summit of life before the day ended
unguarded by the heart turned towards the false brilliance that I did not stag-
ger blinded by glory, because now the night darkens in grave splendor.
(Eichendorff: poem “Dank” — translated by the author)

In an essay on self-recognition in old age, the philosopher Arthur Schopenhauer
(1788-1860) describes the process as follows:

Towards the end of life, much the same happens as at the end of a masked
ball when the masks are removed. We now see who those really were with
whom we had come in contact during the course of our life. Characters have
revealed themselves, deeds have borne fruit, achievements have been justly
appreciated, and all illusions have crumbled away. But for all this time was
necessary. The curious thing, however, is that only towards the end of our
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lives do we really recognize and understand even ourselves, our real aim and
object, especially in our relations to the world and others. Very often, but not
always, we shall have to assign to ourselves a lower place than we had previ-
ously thought was our due. Sometimes, we shall give ourselves a higher, the
reason for this being that we had no adequate notion of the baseness of the
world, and accordingly set our aim higher than it. Incidentally, we come to
know what we have in ourselves.

(Schopenhauer 2000, 491)

Striving for ego integrity in processes of self-reflection and life review implies
the usage of one’s accumulated knowledge about oneself and the world, as well as
the differentiation of respective knowledge systems. Processes of self-reflection
and life review are promoted by openness to new impressions, experiences, and
insights. The theory of gerotranscendence (Tornstam 2005) postulates an increasing
willingness for incorporating one’s own life into comprehensive (or ‘full”) terms
of reference. Being beyond oneself — as the key element of gerotranscendence —
encompasses the feeling of being absorbed into other people’s lives (especially
into the life of younger generations), as well as the feeling of being embedded in
an extensive context or cosmic order. When characterizing gerotranscendence,
it is helpful to take up the differentiation between lifetime (Lebenszeit) and uni-
versal time (Weltzeit) (Blumenberg 1986). Differentiating between individual
lifetime and cosmic universal time highlights the human being’s motive for tran-
scendence, which can be defined as one’s motive for feeling embedded in a cos-
mic order in which he or she can trust. Gerotranscendence is also discussed in
the context of religiosity or spirituality — empirical results point to the increasing
willingness of the elderly to interpret their own lives from a universal perspective
in cases of a positively evaluated religious socialization. The universal perspec-
tive in this case not only refers to a cosmic transcendence, but also includes the
advance toward generativity — that is, to identify with younger people’s lives, to
feel with them, to share their concerns, and to motivate and support them.

Limit situations

Karl Jaspers describes ‘limit situations’ as fundamental situations of our exis-
tence, which are part of existence itself; that is, these situations belong to our
existence; constitute our existence (Jaspers 2014). Limit situations, such as those
of suffering, of loss, of dying, are of a final character: They cannot be changed
by us; they bring us only clarity, without the ability to explain and to derive them
from another situation. Due to their finality, limit situations themselves cannot
be altered; they require people themselves to change — in terms of the further dif-
ferentiation of their experience, their knowledge, and their actions through which
they also obtain a new attitude toward themselves and their existence.

What Jaspers describes as entering with open eyes can be considered psycho-
logically in terms of reflected and responsible actions — that is, in terms of the
orientation of a person on values of which they have become conscious — this is
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closely linked with the definition of self-responsibility in the next part of this con-
tribution. When Jaspers writes that limit situations demand everything from one’s
existence, development in the limit situation is interpreted in the sense of a ‘leap,’
and this insofar as the individuals attain a deeper understanding of themselves by
successfully grappling with the situation: After the leap, my life is a different one
than my existence, if only I am there. I say “I myself” in a new context.

Following Jaspers, limit situations represent a downright provocation to obtain
answers from people. As existences, we can avoid limit situations only by closing
our eyes to them. In the world, we want to retain our existence by extending it; we
refer to it without questioning, mastering it and enjoying it or, alternatively, suf-
fering from it and succumbing to it, but, ultimately, there is no choice for us but to
submit to it. We therefore react to limit situations not expediently, with plans and
calculations, but rather through a completely different activity, the development
of an existence possible within us; we become ourselves by walking into the limit
situations with our eyes open.

The way elderly people handle limit situations such as increased physical vul-
nerability, the loss of people close to them, and increasing consciousness of their
own finality is also to be considered as a potential influence on cultural guiding
principles for a successful life: Here, the elderly can function as role models. They
can provide subsequent generations with insights regarding the limits of life, the
capability of people to handle these limits reflectively, and the conscious accep-
tance of dependence on the assistance of others.

Dementia: resources in addition to
accentuated vulnerability?

The reflection of our image of humanity is significant in understanding the qual-
ity of life of people with dementia and the ways to influence them positively.
Depending on how we understand the individual with dementia — how we under-
stand his or her cognitive, emotional, feelings-related, everyday living and social
communicative qualities — it becomes possible to identify his or her processes of
self-actualization, even in severe dementia cases.

Self-actualization describes the tendency of the psyche to express, to commu-
nicate, to differentiate itself. Important for the understanding of self-actualization
is that personality encompasses many qualities — cognitive skills, emotional skills,
feelings-oriented skills, aesthetic skills, communication skills, and everyday prac-
tical skills — in which the tendency of the psyche for self-actualization can be
realized.

Recent research has shown that, even in cases of severe dementia, a differenti-
ated emotionality may still enable people to respond differently to various kinds
of situations, thus expressing personal preferences and subjective quality of life,
albeit in a rudimentary form (Kruse 2015). Insofar as dementia sufferers are in
a position to express their emotions non-verbally at least, it is in principle pos-
sible for medical practitioners, care workers, and relatives to ‘access’ them and to
maintain meaningful contact. Even in cases of advanced dementia, the emotional
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state of people with dementia can therefore, in all probability, be assessed by
qualified nursing staff through trained observation.

The availability of a number of positive everyday situations, as well as the
absence of emotionally stressful situations, can be considered as direct indicators of
subjective well-being and as a promising starting point for individualized interven-
tion strategies: On the basis of a predefined list of situations, and after close obser-
vation in all these situations, professional care workers can determine the situations
in which positive or negative emotions are recognizable, as well as the frequency
with which they occur in a defined period, for each resident. In the research project
entitled “Demenzkranke Menschen in individuell bedeutsamen Alltagssituationen”
(DEMIAN) (“People with Dementia in Individual Everyday Situations”), we were
able to show that, in the context of individualized care planning, it is possible to
systematically arrange situations in which the resident shows positive emotions.
Here, appreciative communication and reminding people of important events and
relationships in their biographies proved essential. It is also possible to successfully
build on earlier interests and inclinations. To sum up, the results of DEMIAN show
that emotions are important intervention resources; in addition, it again highlights
that self-actualization is recognizable as long as mental abilities exist.

Ethics of responsibility and the need for
a new understanding of old age

Proceeding from coram-structure as a figure of thought, three spheres of human
responsibility are differentiated, which — taken together — elucidate the meaning
of old age for individuals, as well as for societies. The first sphere is the per-
son’s responsibility for and toward himself or herself. The second sphere is the
individual’s shared responsibility, or willingness to engage with others and soci-
ety. The third sphere of responsibility is the individual’s obligation toward God
and creation — in other words, joint responsibility for the following generations,
including those not yet born.

The term ‘shared responsibility’ implies the individual’s ability and motivation
to empathize with others, to engage with others, to contribute to the fulfillment
of other people’s needs, and to engage with society as a whole. As a concept,
shared responsibility refers to the principle of subsidiarity, which is founded in the
Christian social ethics of Nell-Breuning (1977) and states that matters of social
welfare should ideally be handled in their immediate place of origin — that is, by
the smallest, lowest, or least centralized competent authority. Central authority
should have a subsidiary function, performing only those tasks that cannot be
performed effectively at a more immediate or local level. The concept of subsid-
iarity refers to both (a) the utilization of existing potentials (of the individual, the
family, or municipalities) to manage tasks and challenges and (b) the obligation
of more global social structures to offer the necessary structures and support.
Accordingly, the principle of shared responsibility and solidarity accentuates both
the obligations of the elderly and the obligations of society: The elderly should
take responsibility for development and maintenance of old-age potentials and
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use them in support of themselves and of others, and society must guarantee the
underlying conditions necessary for the development, maintenance, and realiza-
tion of old-age potentials.

The concept of caring communities — in which neighbors, acquaintances, and
friends provide the many services people need, not only in old age, but over their
whole lifespan, to (re-)establish and maintain an independent and responsible
life — is closely related to the idea of subsidiarity. Caring communities are defined
by their members’ willingness to take joint responsibility for others. Obviously,
non-profit civil engagement of caring communities contributes not only to social
cohesion in the respective locality, but also to a substantial relief of social secu-
rity systems. In this regard, supporting the development of caring communities
is a potential way to compensate for impending deficits in the sustainability and
effectiveness of social services.

In terms of social policy, determining the appropriate structures for the balance
of individual and societal responsibility is crystallized in the principle of institu-
tional subsidiarity. Subsidiarity means that the individual and the community as it
is should act first, and that the state should intervene only when there is no alterna-
tive. Firstly, the individual’s resources should be strengthened so that he or she is
able to lead an independent, self-determined, and socially active life. Here, it is
important to assist the individual in creating or changing environmental conditions
in accordance with personal needs and values. Where the individual is not able to
help himself or herself, assistance should be sought first from family members,
neighbors, self-help groups, and voluntary welfare organizations — the state should
be called in only as a last resort. This aspect gains special importance in cases of
high vulnerability — a risk that increases in the fourth age. Vulnerability is a demand
not only for the individual, but also for society. To what extent does society provide
support for the individual in his or her effort to sustain or regain an independent and
personally responsible existence? How clearly defined is the obligation of society
to make the social security system’s resources (for example, health insurance) avail-
able for the support of old people? With a glance at the demographic development in
many developed countries, to what extent will the decision-makers and the policy-
makers in society be prepared to take the side of older people when the social secu-
rity system’s resources are even more severely stretched than is the case today? Will
the needs of people who rely on extensive treatment, rehabilitation, and long-term
care still be sufficiently represented and acknowledged in public?

An anthropological approach to old age

Elsewhere (Kruse 2013), we suggested an anthropological approach to old age
as a basis for understanding the potentials and challenges of population ageing,
sustainable ageing policy, and scientific policy advice. This approach is based on
the following six statements:

(1) The topic of self-design in old age does not decrease in importance, but actu-
ally continues to be important until the end of life. This means that in old



84

@

(€)

4)

©)

(6)

Andreas Kruse

and very old age, people can still be guided by the motivation to shape their
lives according to their own needs, interests, values, and goals (autopoiesis).
However, this also means that in the case of a (feared or actual) restriction of
the self-design — be it due to disease and the associated functional decline, or
due to financial hardship, or as a result of the loss of a stimulating and sup-
portive social network — an individual may react with protest and accusation,
but also self-blame, reduced commitment, loss of drive, or dejection. In many
cases, deviant behavior is interpreted as ‘behavioral disorder’ without asking
whether it is caused, or even conditioned, by a restriction of self-design.
Understanding old age, like all life phases, requires the integration of two per-
spectives: the perspective of potential and the perspective of vulnerability. We
must consider the individual’s strengths, development, and positive change
options, as well as physical losses, pre-frailty, or frailty. This double perspec-
tive is of particular significance in old and very old age, when vulnerability (in
physical and cognitive, as well as social aspects) notably increases. However,
potential strengths — the development potential — must always be considered.
Like all life phases, old age implies developmental demands; there is a
developmental necessity due to a changed role and activity spectrum, due to
changes in social networks and due to late freedom following retirement, but
also due to the heightened vulnerability and, not least, the confrontation with
the increasingly urgent theme of mortality.

People are not indifferent to their own mortality as has hitherto sometimes
been presumed. The notion of no longer being part of this world, of no longer
living, is seen as anything but a triviality. Moreover, death is seen as an end,
but also as an aim (the Latin finis has this dual meaning); thus, individual
development should be understood not just from the perspective of concep-
tion and birth, but also from that of death: We are not only distancing our-
selves ever further from our origins (as defined by conception and birth), but
also increasingly approaching the end, the aim of our lives, which can most
certainly be seen as a return to our origins or even as a transition.

Pivotal for the anthropology is the relatedness of the individual to other
people — and this, of course, also applies in old and very old age. However,
when looking at this life phase, relatedness can be taken even further, in the
direction of the experienced responsibility of older people for future genera-
tions. In this context, the construct of generativity becomes even more mean-
ingful. Erikson (1998) pointed to the inner pre-occupation with the future of
subsequent generations, as well as to respective actions: Old age cannot be
understood without the context of intergenerational relationships.

The different dimensions of responsibility are important for anthropology;
we justify our decisions and actions to ourselves, to other people, and to
creation. Self-justification is what self-responsibility really means, the justi-
fication of treating other people with the concept of shared responsibility, the
justification of thinking of creation and subsequent generations — those living
today, as well as those who are not yet born — with the concept of sustain-
ability and responsibility.
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Age-friendly culture as a principal aim of ageing
policy and respective guidance

The definition of an age-friendly culture emphasizes three aspects in particular:
(1) When society is spoken of, it refers specifically to the elderly, who form a
significant, increasingly important part of society. (2) In the creation of frame-
work conditions for the realization of potential, in the addressing of older peo-
ple as co-responsible active citizens, the recognition of their participation rights
expresses respect for these rights. (3) The same applies to vulnerability; older
people should be able to show their vulnerability without having to worry about
being excluded from the heart of society or being limited in their participatory
rights or participation opportunities.

A profound reservation against old age in Western societies is reflected in the
world of work (Finkelstein et al. 2015), particularly in the formerly popular prac-
tice of early retirement. There is comparatively little use of the employment poten-
tial of older people, coupled with an increased risk of long-term unemployment
and a lower participation in training at an older age. In addition, the aforemen-
tioned reservations toward age are clear in the current discussion about neces-
sary reforms of the social security system, the risks of old age, and the resulting
financial burdens, which are unilaterally emphasized (Kruse 2013). With a view
to civic engagement (Kruse and Schmitt 2012), it can be seen not only that older
people’s existing engagement is not acknowledged, but also that older people are
rarely approached as co-responsible citizens whose contribution is indispensable
for society. The fact that people at old and very old age continue to develop and
that — through their reflected experiences, their knowledge, and their strategies,
but also just due to how they live — they can make a contribution to our society’s
human capital (Ardelt et al. 2013) is simply not sufficiently recognized.

Drawing attention to existing potentials does not mean that an optimistic fore-
cast in respect of the course of ageing processes in future cohorts, the development
of the labor market and innovation capacity, or the sustainability of existing sup-
port systems, has been made. The potentials of age refer much more to a twofold
design option, which is to be understood in the sense of opportunity and challenge
(for the individual and for society). From an individual perspective, on the basis
of the stated potentials, and when compared to previous generations, there are
now significantly better possibilities for older people to fulfill their own life plans,
goals, and values, as well as to participate in social development and to engage
with others and the community. From a societal perspective, the potentials of age
refer firstly to the opportunity to contribute, by means of motivational, social,
cultural, and institutional conditions, to the growing proportion of older people
being able to lead an independent, self- and co-responsible life for as long as pos-
sible, whereby attention must be directed toward reducing social inequality — not
just at old and very old age, but also in the preceding stages of life (Kruse and
Schmitt 2015).

Moreover, the question arises as to what extent a society can benefit from the
experiences older people gain when dealing with critical situations, especially at
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old and very old age. In this context, the works of Rentsch (2014) show that, at
an advanced age, the increase in limitations — the ‘radicalization of our physi-
cally captured basic situation’ — offers the chance of a qualitatively new fulfillment
option of individuation in which the individual can experience his or her own life
as ‘the coming into existence of the singular totality’ or as a ‘becoming oneself’
(see also Rentsch in this volume).

A major social issue that is addressed through the potential and vulnerability
at old and very old age relates to intra-generational justice, which also has con-
sequences for the design of intergenerational relations: Potentials of age can and
should be used in a socially responsible manner. Through them, society should be
in a position to effectively support older people who find themselves in health-
related, social, and/or financial distress.

How can age-friendly culture be defined?

(1) First of all, we understand age-friendly culture as the involvement of older
people in social, political, and cultural discourse, as well as in social and
cultural progress. Only too frequently is there the tendency to talk about
the elderly in public discourse, but not with them; this is an expression of
the neglect of older people, or even hidden discrimination. Talking about the
elderly, but not talking fo them, suggests that older people are not perceived
as active, co-responsible parts of society — that their potentials are not being
taken seriously. In an age-friendly culture, elderly women and men have as
much of a voice and are treated with as much respect as younger people.
An age-friendly culture does not generalize the group of older people but
respects the ‘uniqueness of being’ of older women and men.

(2) Related to the first-mentioned feature of an age-friendly culture, but with a
slightly different emphasis, is an intergenerational perspective, whereby it
must be explicitly stated that — and empirical findings support this statement —
there is an active exchange of ideas, knowledge, experience, of assistance and
of sympathy between the generations. Being embedded in a sequence of gen-
erations is an important expression of participation, more so for the elderly
than for the young. Moreover, the motivations of generativity and transcen-
dence, which are so important in old age, can be realized. Prominent examples
of this intergenerational perspective are generation tandems and mentoring
opportunities in the workplace, as well as sponsorship of older people in civic
matters.

(3) An age-friendly culture articulates a vital interest in the potentials of age
(which can, of course, vary considerably from person to person) and creates
conditions that are conducive to the realization of such potentials — such as
the introduction of the flexible retirement age in the world of work (not to
be construed as a relinquishment of legally defined age limits), as well as the
removal of all age limits in the field of civic engagement. Worth mentioning
are also the opportunity structures, such as community centers, where the
generations can meet, enrich, and support each other: an important incentive
to realizing potentials in old age.
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(4) An age-friendly culture encounters older women and men, in whom vulner-
ability is clearly expressed, with respect and sensitivity. It provides socio-
spatial contexts that promote independence and responsibility and secure
participation — such as neighborhood meeting places; differentiated, target-
group-specific service systems; and barrier-free environments, all of which
have a positive impact on the maintenance or recovery of independence and
mobility.

(5) In the case of severe physical and cognitive losses in an older person, an
age-friendly culture respects the individual’s uniqueness, expresses respect
for the dignity of this individual, avoids trying to determine the quality of
life of this person from an external position, and denies the individual neither
the fundamental right of participation nor expert and ethically sound medical
care. A ‘grading’ of human dignity is avoided, as is an age-determined scaling
down of the extent and quality of healthcare. Decisive for healthcare provi-
sion is the diagnosis alone, made by an expert, not the age of the individual
concerned.

(6) An age-friendly culture is determined to reduce social inequality among the
group of older people and to ensure that every person — regardless of educa-
tion, income, or social class — receives the social and medical services neces-
sary for his or her specific life situation.

(7) An age-friendly culture does not deny the rights, claims, and needs of
younger people but endeavors to identify and recognize the rights, claims,
and needs of all the generations, whereby no single generation is preferred or
disadvantaged.
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6 Competence and cognitive
deterioration

Are we paying enough attention
to ethical i1ssues?

Perla Werner and Silke Schicktanz

Introduction

Due to advances in modern healthcare, medical technology, and improvements in
social and environmental conditions, industrialized societies are now confronted
with the challenges of a dramatic increase in the average lifespan of elderly per-
sons (Bloom et al. 2014). This increase will be accompanied by a concomitant
rise in the number of persons with Alzheimer’s disease (AD) and other types of
age-related dementia. Indeed, it has been estimated that approximately 35 million
individuals lived with dementia worldwide in 2010; this number is expected to
double every 20 years, reaching up to 115 million in 2050 (Prince et al. 2013).

In preparation for these striking demographic changes, researchers have dis-
cussed several issues related to how AD and dementia will impact public-welfare
systems, society, families, and, of course, individuals. The ethical questions asso-
ciated with these changes have until yet attracted only limited attention. Upon
close examination, the main ethical issues dealt within the literature include dis-
closure of the diagnosis, the efficacy and cost of symptomatic drugs (especially
in mild to moderate stages of dementia), and end-of-life issues (Gauthier et al.
2013). Competence issues and ethical questions associated with cognitive dete-
rioration (Nuffield Council on Bioethics 2009) have been addressed only by a
few expert reports (e.g., Nuffield Council on Bioethics 2009). However, clarify-
ing how these ethical issues related to competence should be practically solved
is a necessary requirement for future care and research in dementia, especially
because the current underlying hypothesis implies a shift from disease to early
prediction and detection of early cognitive deterioration.

In the following, we will examine in detail the existing debate by using five steps:

a  defining the concepts of competence and capacity;

b explaining the relationship between competence, capacity, and cognitive
deterioration;

¢ summarizing studies assessing competence and cognitive deterioration;

d reassessing main underlying assumptions of competence and cognitive
deterioration;

e presenting and discussing ethical aspects complementing the current debate
of competence and cognitive deterioration.
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It should be noted that this chapter does not intend to present a systematic review
of the topic or provide clinicians with recommendations and guidelines; rather,
we will focus on the main ethical questions.

Defining the concepts of competence and capacity

Defining the terms of capacity and competence has proven an arduous task over
the years. Although the two terms are obviously related, researchers, clinicians,
and legal professionals have long debated whether they are synonymous (Ganzini
et al. 2005). Until recently, the consensus was that they are neither identical nor
synonymous. In the last decade, however, researchers have disputed the utility of
distinguishing between the terms and are now suggesting using them interchange-
ably (Moye and Marson 2013), as they will be used in this chapter in order to
allow for a better intersection between the ethico-legal and the practical clinical
debate.

Both terms being associated with a person’s ability to make deliberatively
responsible and balanced decisions, competence was used as a legal term and
was determined by a court of law, whereas capacity was used to refer to a clini-
cal assessment (Alvaro 2012; Ganzini et al. 2005). As such, capacity referred to
a person’s performance regarding decision-making abilities, while competence
referred to a judgment about an individual’s capacity to make decisions (Kar-
lawish, Casarett, and James 2002).

Indeed, it is possible to identify some shared assumptions of both terms. First,
they are both associated with the ethical principles of respecting personal auton-
omy, self-determination, and dignity. Autonomy and self-determination are often
used interchangeably in practical-ethical contexts and refer to a person’s right
to make a voluntary choice (Kapp 2007; Beauchamp and Childress 2013). For
some philosophers, only a deontological notion of self-responsible, rational, well-
informed decision-making justifies using the term ‘autonomy’ (Christman 1989),
while self-determination covers any voluntary choice — even without sufficient
information assessment. ‘Dignity’ refers to the intrinsic worth of every human
being, simply by virtue of being human (Jacobson 2007), and serves as a legal-
philosophical term for protecting any human being against instrumentalization
by others, independent of that person’s current capacities or cognitive abilities,
but based on the general assumption that only human beings have capacities for
autonomous decision-making — albeit in terms of potentiality.

Second, since both terms, ‘capacity’ and ‘competence,’” are associated with
decision-making, they are both based on the assessment of similar decisional
capabilities, including:

1 understanding — the ability to comprehend information and demonstrate that
comprehension, including the ability to attend, encode, store, and retrieve
newly presented words and phrases;

2 appreciation — the ability to determine the significance of the information,
relative to one’s own situation, including insight, judgment, and foresight;
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3 reasoning — the process of comparing alternatives in light of consequences,
through integrating, analyzing, and manipulating information; the abil-
ity to provide rational reasons for the decision, to manipulate information
rationally;

4  expressing a choice — the ability to communicate and justify a decision.

(Alvaro 2012)

Since decisions vary in complexity according to their nature and context, there
is no point in assessing general competence or capacity in the area of dementia;
instead, there is rather a need to specifically examine the person’s capacity and
competence in relation to each individual decision. Indeed, it has been shown that
while some decisions are intuitive and based on personal preferences, habits, val-
ues, and emotions, others require extensive information-seeking as well as logi-
cal and careful deliberation (Smebye, Kirkevold, and Engedal 2012). Obviously,
greater capacity and competence are required for more complex decisions. Hence,
the assessment of competence and capacity must be task-specific to be meaningful.

The relationship between cognitive deterioration
and competence

Dementia is a syndrome characterized by progressive deterioration in cognition,
function, and behavior, with Alzheimer’s disease (AD) being the most prevalent
type of dementia. Mild cognitive impairment (MCI) is defined as a condition char-
acterized by newly acquired cognitive decline, to an extent that is beyond that
expected by age or educational background, yet not causing significant functional
impairment. The prodromal stage of dementia encompasses the spectrum of pre-
symptomatic autosomal dominant mutation carriers; asymptomatic biomarker-
positive older individuals at risk for progression to MCI, MCI due to AD, and AD
dementia; and biomarker-positive individuals who have demonstrated a subtle
decline from their own baseline, exceeding what is expected in typical ageing, but
would not yet meet criteria for MCI and progresses up to Alzheimer’s disease and
complete cognitive deterioration (Sperling et al. 2011).

According to the leading current hypothesis, the clinical trajectory of cognitive
deterioration is characterized by a stage of ‘preclinical’ asymptomatic AD, which
precedes ‘symptomatic’ mild cognitive impairment and converts in certain cases
into early dementia and then late-stage dementia (NIA www.nia.nih.gov; Dubois
et al. 2014; Sperling et al. 2011).

Thus, because cognitive deterioration is progressive and gradual, the loss of
capabilities that might interfere with the person’s competence to make decisions
in different realms is also gradual and progressive. This has raised a great deal of
ethical challenges surrounding decision-making capacity (or the lack thereof) in
the context of neurodegenerative diseases. Indeed, a bibliographic analysis of key-
words used during the years 1980-2000 found 1,297 items (474 major items and
823 minor items) published on the topic of ‘ethics’ and ‘dementia’ (Baldwin et al.
2003). Almost two-thirds (65%) of the items dealt with four main ethical areas:
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end of life; professional care; treatment; and decision-making, which included
in its coding the sub-categories of surrogate, proxy, substituted judgment, and
clinical/medical decision-making. What was missing then was an in-depth analy-
sis of existing literature focusing mainly on competence/capacity and dementia.
This is the aim of the following review.

Review and summary of studies assessing competence
and cognitive deterioration

An Internet-based literature search relevant to the topic of competence and cog-
nitive deterioration was conducted. The search was undertaken by using online
databases including PubMed, PsycINFO, Sociological Abstracts, and CINHAL,
and it was supplemented by hand-checking reference lists in relevant articles not
otherwise retrieved through online sources. The key terms used in the search
were (i) ‘dementia’ OR ‘Alzheimer’s disease (AD)’ OR ‘cognitive deterioration’
AND (ii) ‘competenc*’ OR ‘capacity.’ Articles were included in the review if they
(i) were published in English and in peer-reviewed journals between January 1,
1995, and December 31, 2015, and (ii) identified the defined key terms in their
title, abstract, or text. Abstracts, letters to editors, conference proceedings, books,
book chapters, reports, and dissertations were excluded from the review.

After deleting duplicates and publications that did not adhere to the inclusion
criteria, a total of 48 studies were identified.!

The vast majority of the studies (n = 26) were conducted in English-speaking
countries, mostly the US (Allaire et al. 2009; Appelbaum, Bonnie, and Kar-
lawish 2005; Berry et al. 2015; Boyle et al. 2012; Griffith et al. 2005; Hirschman
et al. 2005; Jefferson et al. 2008; Jefferson et al. 2012; Karlawish, Casarett,
and James 2002; Kim et al. 2011a, 2011b; Lai et al. 2008; Marson et al. 1995;
Marson et al. 2000; Marson et al. 2009; Menne et al. 2008; Menne & Whitlatch
2007; Mittal et al. 2007; Moye et al. 2004; Okonkwo et al. 2007; Okonkwo et al.
2008a, 2008b; Palmer et al. 2013; Seaman et al. 2015; Sherod et al. 2009; Triebel
et al. 2009; Triebel et al. 2010) and the UK (Boyle 2014; Roked and Patel 2008;
Samsi and Manthorpe 2013; St-Amant et al. 2012; Whelan et al. 2009). A few
studies were conducted in Sweden (Stormoen et al. 2014; Tallberg et al. 2013),
Germany (Hamann et al. 2011; Vollmann et al. 2003), and other countries.

Our review of the literature revealed that only four of the studies were longi-
tudinal (Boyle et al. 2012; Okonkwo et al. 2008b; Samsi and Manthorpe 2013;
Triebel et al. 2009), and all of them demonstrated that competence in different
domains declines over time and is associated with cognitive deterioration. Samsi
and Manthorpe (2013), who conducted the only qualitative longitudinal study,
demonstrated that as cognitive functioning deteriorates, family caregivers gradu-
ally take over decision-making for the person with dementia.

In terms of the type of competence that was examined, various domains of
decision-making were assessed. Fourteen studies examined competence asso-
ciated with medical decision-making (Griffith et al. 2005; Hamann et al. 2011;
Hirschman et al. 2005; Lui et al. 2009; Lui et al. 2012; Marson et al. 1995; Moye
et al. 2004; Okonkwo et al. 2007; Okonkwo et al. 2008a, 2008b; St-Amant et al.
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2012; Stormoen et al. 2014; Tallberg et al. 2013; Vollmann et al. 2003), eight
examined competence to consent to research (Duron et al. 2013; Jefferson et al.
2008; Jefferson et al. 2012; Karlawish, Casarett, and James 2002; Kim et al. 2011a,
2011b; Mittal et al. 2007; Seaman et al. 2015; Whelan et al. 2009), seven exam-
ined financial competence (Lui et al. 2013; Marson et al. 2000; Marson et al. 2009;
Pachana et al. 2014; Sherod et al. 2009; Triebel et al. 2009; Triebel et al. 2010),
three examined voting decision-making (Appelbaum, Bonnie, and Karlawish
2005; Irastorza, Corujo, and Baifiuelos 2011; Tiraboschi et al. 2011), one checked
testamentary competence (Roked and Patel 2008), one investigated driving com-
petence (Frittelli et al. 2009), and one investigated legal capacity (Giannouli and
Tsolaki 2014). The rest of the studies (n = 10) assessed general decision-making in
a variety of areas (Allaire et al. 2009; Berry et al. 2015; Boyle 2014; Boyle et al.
2012; Lai et al. 2008; Menne et al. 2008; Menne and Whitlatch 2007; Samsi and
Manthorpe 2013; Smebye, Kirkevold, and Engedal 2012; Werner 2006).

The vast majority of the studies (n = 38) were quantitative and used structured
or semi-structured instruments such as short questionnaires to assess competence.
The most frequently used instruments were the MacArthur Competence Assess-
ment Tool for Treatment (MacCat-T, Grisso and Applebaum 1998), the Financial
Capacity Instrument (FIC, Marson et al. 2000), and the Capacity to Consent to
Treatment Instrument (CCTI, Marson et al. 2000). Although assessing different
domains of competence, most of these instruments are based on the assumption
that competence requires the basic capacities of understanding, appreciation, rea-
soning, and the ability to express a choice.

In sum, the body of knowledge in the area of competence and cognitive dete-
rioration has increased in the last 20 years. A wider array of competence areas is
being evaluated, and more structured methods are being used. Researchers can
now detect shifts and differences of competence more sensitively than before,
thus supporting a detailed understanding of how decision-making capabilities
deteriorate over the trajectory of AD, but the latest instruments also sensitize for
the huge differences between decision-making domains (such as driving, voting,
care planning, research consent, appointing proxies). Despite these methodologi-
cal advancements, the area is still theoretically limited, as it does not relate to the
ethical implications of the topic at all.

Main assumptions underlying the topic of competence
and cognitive deterioration today

This limitation stems from three main underlying assumptions. By critically reas-
sessing these assumptions, we identify ethical and philosophical aspects that can
and should be addressed more appropriately.

The current understanding of competence and cognitive
deterioration relies on the biomedical model

Although the biomedicalization of dementia has been criticized for many years
(Lock 2013; Lyman 1988), research on competence and cognitive deterioration
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continues to be based on the main assumptions of the biomedical model. Accord-
ing to this model, limitations are directly caused by health conditions and reversed
by medical treatment and management. Indeed, most studies we reviewed pres-
ent cognitive deterioration as progressive, irreversible, and incurable; they focus
mainly on loss and on the costs and burden of care. As such, they largely ignore
personal constructions of the disease and subjective experiences of the person
with cognitive deterioration.

Diagnostic labeling is associated with (in-)competence

Diagnostic labels serve several goals. They provide an efficient way for clinicians
and researchers to understand a large amount of information; they also suggest
etiology, as well as point the way toward specific interventions that may prevent or
ameliorate the consequences of a condition. Moreover, diagnostic labels are often
sought by affected persons to reduce uncertainty, to locate their subjective experi-
ences of change (Mol 2008; Samsi et al. 2014), or to gain access to public health-
care (Blendon et al. 2012). However, a diagnostic label of dementia is often also
accompanied by negative consequences, such as increasing fear and uncertainty,
and it serves as a cue for stereotypes and stigma (Garand et al. 2009; Werner 2014).

The negative effects of diagnostic labeling of dementia might increase, in light
of the current focus on preclinical diagnosis and especially on MCI. Indeed, MCI
has generated numerous ethical discussions regarding the legitimate need of the
diagnosis (Werner and Korczyn 2008). Graham and Ritchie (2006) have even
called MCI a potentially spurious human invention, stating that it was created to
give hope to patients and physicians and to provide pharmaceutical companies
with additional markets and profits. Others argue that MCl is a valuable diagnosis
as long as it is clearly characterized and has been empirically validated as a pre-
cursor to AD (Sperling et al. 2011) and clinical treatments are available. But as
long as MCI is rather a ‘risk prediction,” the value of knowing needs to be ques-
tioned, and social risks of mis- or over-interpretations weigh seriously.

In sum, the literature on competence and cognitive deterioration relies too
heavily on diagnostic labeling, ignoring the heterogeneity and progressive nature
of the conditions, especially in regard to the prodromal stages of dementia or
MCI. Currently, this field concentrates more on asking whether a diagnosis is
present than on whether the person has the mental ability required to make deci-
sions in a meaningful way, the equivalent of a diagnosis of a lack of competence.

The limits of the current concept of competence

Competence in the area of cognitive deterioration is defined as a static concept
and ignores the importance of personal values. As stated, the vast majority of stud-
ies in the area of competence and cognitive deterioration are cross-sectional rather
than longitudinal and relate to capacity as a global concept that extends over time
and irrespective of context. This assumption ignores the well-established state-
ment by Brock and Buchanan (1987) that decision-making capacity is decision-
relative and must be evaluated and re-evaluated over time and place.
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Moreover, although, as previously stated, not all decisions are based on logical
argumentation and a sense of consistency, research on competence and cognitive
deterioration relies mainly on the use of structured instruments; thus, decision-
making is based on rational choices and disregards the importance of feelings,
intuition, and values.

Ethical aspects complementing the current debate
of competence and cognitive deterioration

Overall, the ethical and philosophical aspects associated with competence and
cognitive deterioration should be expanded. Only a richer view of these aspects
will lead to a full and balanced understanding of the topic. We would like to make
three proposals on how to advance the interdisciplinary research on competence
and cognitive deterioration in the context of dementia.

An excellent starting point is the ethical framework for dementia provided by
the Nuffield Council on Bioethics (2009), which emphasizes the values of auton-
omy and personhood. We elaborate below on three of these proposals.

Proposal 1 — move from a biomedical model to
a biopsychosocial model

A more encompassing understanding of the relationships between competence
and cognitive deterioration will require a critical move from the biomedical
model toward the biopsychosocial model. This latter model states that a better
understanding of health and related quality of life needs a broad view comprising
biological, psychological, and social factors rather than purely biological aspects
as the biomedical model (Borrell-Carrio, Suchman, and Epstein 2004). The bio-
psychosocial model has been accepted as the best model for the understanding
of illness/disease in general by the World Health Association and has been sup-
ported lately in the area of dementia specifically (Spector and Orrell 2010). It
should be noted that the biopsychosocial model does not ignore the main areas
of the biomedical model (i.e., pathology and biology) but rather adds psychologi-
cal (i.e., thoughts, emotions, and behaviors) and social (i.e., socio-economical,
socio-environmental, and cultural) factors. In this way, it allows a more holistic
understanding of human behavior and thus of decision-making. As such, it will
enable clinicians and researchers to pronounce incompetence not on the basis of
diagnosis of a specific pathology (i.c., dementia), but rather on the basis of an
individual evaluation of each case and of each situation. Hence, it can also bridge
the gap between the perspectives of professionals and those of affected persons
(and their closely related partners) who, despite some challenges or changes,
stress their agency. Thus, a diagnosis of dementia would not automatically imply
an inability to make decisions. Rather, dementia would be seen as a process com-
prising various stages of development, with early mental deficits not necessarily
implying incompetence, and with moderate and advanced mental deterioration
not implying total incompetence in all areas. Instead of generalizing incompe-
tence of the affected persons, in unclear cases, healthcare professionals should
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implement supportive tools to maintain or enhance decision-making capacity.
As of now, tools that enhance communication and empower decision-making in
dementia patients are missing. Such tools might have concrete implications for
lay-professional interactions (e.g., for decisions about diagnosis, treatment, care,
or research participation). For example, the informed-consent procedure should
meet requirements such as use of simple language, repetition of explanation,
rehearsals by affected persons and family members, and provision of visual pre-
sentations for increasing the patient’s understanding of risks and benefits (Schick-
tanz et al. 2014). Additional means of empowerment should be explored — this
might include family members functioning as mediators (not as legal proxies) or
instruments such as advance care or advance research directives (Jongsma and
van de Vathorst 2015).

Proposal 2 — move from ignoring emotions, values, and
preferences to considering them

The use of the biopsychosocial model calls for allowing emotions, preferences,
and values to be included in the process of defining decision-making and compe-
tence. This approach includes comparing each specific situation with similar situ-
ations without ignoring important moral differences between seemingly similar
cases. It is at this point that attention to the person’s values comes into play. This is
also important for persons with cognitive deterioration, since it was demonstrated
for mild and moderate stages that these persons are able to consistently express
their preferences and values regarding decisions about daily living (Feinberg and
Whithlatch 2001). One way to attain this goal may be by complementing the use
of traditional instruments to assess competence as described on page 93 with the
concept of moral sensitivity, which takes into account emotions and preferences
(Jaeger 2001). Identification and integration of affected persons’ preferences and
values, even if those are sometimes hidden, unclear, or not easy to express, should
be a major normative aim to overcome biased or paternalistic approaches in med-
ical practice. Non-affected persons do not necessarily take the perspectives of
those affected (Schicktanz, Schweda, and Franzen 2008; Schicktanz, Schweda,
and Wynne 2011); thus, such a perspective might require expanding healthcare
professionals’ knowledge and education about moral sensitivity and ethics in gen-
eral in order to help them deal with situations characterized by ethical challenges.

Proposal 3 — understand competence as a relative concept

Finally, a decision-specific and task-specific understanding and evaluation of
competence should be favored. This view relies on the assumption that the ability
to perform certain tasks may be affected while other abilities remain completely
unaltered, therefore disregarding the possibility of declaring a global and static
decision of incompetence due to a diagnosis. Moreover, we assume that compe-
tence may fluctuate, and evaluations must therefore be continuous and procedural
instead of one-time. Even a seemingly absurd decision constitutes no basis for
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declaring a person incapable. Rather, the decision needs to be contextualized in
view of the affected person’s emotions, values, and expressed preferences. Thus,
the outcome of the decision cannot be a basis for judging the individual’s capacity.

Summary and conclusions

As societies worldwide age, the number of people with cognitive deterioration
will rise accordingly. This will be accompanied by an increase in the need to
assess and identify difficulties regarding these individuals’ capacity to make deci-
sions. Although a great number of studies are being published in the area, and
many are suggesting and examining new measures and structured scales to assess
competence by either clinicians or researchers, discussion of the ethical aspects
associated with the topic is surprisingly scant. Thus, the answer to the question
posited in the title of this chapter is ‘no’ — not enough attention is being paid to
ethical issues, and an answer is required regarding how we can best expand our
knowledge of this subject.

A first step is being taken by several recent worldwide initiatives (Nuffield
Council on Bioethics 2009; World Health Organization 2002) that concentrate
on examining the topic of the ethics of dementia. However, there is clearly more
work to be done in investigating the principles that can guide ethical decisions
in the area of competence and cognitive deterioration. This chapter has tried to
delineate some ideas and initial steps in this direction.

Note

1 Detailed information about the studies is available from the authors upon request.
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7 Optin or opt out? Rethinking
the provision of life-sustaining
medical technology to the ‘old old’

Hsiu-1 Yang

We know that we will all die one day. But we do not know whether we will be
fortunate enough to live to old age and to then have a peaceful, timely death — a
desirable situation described by an old Chinese idiom as “End a long life and
die straight in your own bed” (F5#%1Ei#%). Thanks to public-health measures and
a higher standard of living, men and women in developed countries nowadays
have an average life expectancy of around 80 years. According to WHO (2015)
estimates, the global population aged 60 today can expect to live an average of 20
more years. For persons aged 80 and over (hereinafter the old old), having com-
pleted a full life, it is rational to presume that they as well as their families wish
for a death that is peaceful.

Nonetheless, such a wish toward what can be perceived as a ‘good death’ is often
thwarted by the well-established paradigm of saving lives. Following ethical and
legal principles, decisions concerning potentially life-prolonging treatment must
start from the presumption in favor of prolonging life unless the patient explicitly
‘opts out.” This ‘life-first paradigm’ normally requires doctors to take all reasonable
steps to prolong a patient’s life, no matter how old he or she is. Patients who are
80 years or over currently constitute between 8.9 and 13.8 percent of large national
ICU registries (Andersen et al. 2015). Australia and New Zealand show 5.6 percent
annual increases in the numbers of octogenarians entering the ICU (Bagshaw et al.
2009); in Denmark, an 18 percent increase was observed from 2005 to 2011 (Niels-
son et al. 2014). In the United States, the proportion of older Americans utilizing
intensive care in the last month of their life has steadily increased over the past
two decades (Teno et al. 2013). At the same time, more and more evidence shows
that acute critical care increases neither survival nor quality of life for the old old
patients (Ehlenbach et al. 2010; Frezza, Squillario, and Smith 1998; Gill et al. 2010;
Stapleton et al. 2014; Teno et al. 2005). Nonetheless, because of the fear of malprac-
tice lawsuits, enthusiasm toward medical technology, and the moral imperative to
save lives, doctors tend to overtreat terminal patients (Smith et al. 2012; Knaus and
The SUPPORT Principal Investigators 1995). Consequently, it is not uncommon for
the old old to spend their final days or months unconscious in hospital beds, hooked
to various life-support devices. There have been reports among clinicians in Europe,
Israel, and the United States of disproportionately aggressive treatment for patients
who are unlikely to benefit (Huynh et al. 2013; Piers et al. 2011).
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This chapter boldly suggests that in the era of global ageing, the law as a norm-
guiding instrument should take a determined step to prevent the provision of
unwanted and unnecessary life-sustaining medical technology (hereinafter LSMT)
to patients over 80 unless they explicitly demand otherwise. The new ‘opt in” model
is based on a paradigm shift from presumption of life to presumption of peace-
ful death for people aged 80 and older. To elaborate my thesis, I begin with an
exploration of the attitudes of the old old toward death and dying and conclude
that a peaceful death is a common ideal. I then examine the current opt-out model
and analyze the socio-psychological causes for the failure of advance directives
in achieving the goal of a ‘good death.” I propose that the law should take a lead
to counterbalance the prevailing medical utopian culture against death and ageing
by drawing an age-oriented borderline at 80 years as a signpost of the ‘end stage
of life.” Everyone who passes that legal age will be seen to have lived a full life,
and the preselected end-of-life care will be palliative care rather than LSMT in
order to assure a peaceful death. I discuss the advantages and ethical concerns of
this new opt-in model and conclude by inviting more debate and reflection on the
relation of modern medicine, death, and long life.

Attitudes of the old old toward death, dying, and LSMT

Death and dying belong to the natural course of life. Seeing the end of one’s life
and accepting the coming of death has long been regarded as an appropriate atti-
tude of being old (Cicero 1923). According to Erikson’s theory of lifespan devel-
opment (Erikson, Erikson, and Kivnick 1986), the last phase of life has to do with
coming to terms with integrity versus despair and, if successfully resolved, results
in ‘wisdom.” Aiken’s (1995) research suggests “that the elderly are more likely
to see themselves as having had their day and to view death in old age as only
fair” (Aiken 1995, 366—398) and that older people are better able to cope with the
approaching death, partly because of their life experience, their failing health, and
the loss of people close to them.

Is this general observation of death and old age applicable to the old old? Hall-
berg (2003) found that there were few studies focusing solely on old old individu-
als and their view of death and dying, but among those few, he did identify that
death and dying were commonly viewed with an accepting attitude, as something
unavoidable, as the completion of the life cycle, but also with very different emo-
tions of anger, sadness, or confidence, as well as not worrying or even looking
forward to death (Hallberg 2003). Fleming et al.’s (2016) investigation on the
oldest old (95 years or more) also found that most of them were worried not about
death itself but about the process of dying and the impact on those who would be
left behind; a peaceful and pain-free death was a common ideal.

It is worth pointing out that the elderly may be emotionally prepared for death
but not for dying. A lot of empirical evidence has shown that fear and anxiety
about one’s own death may actually decrease with age (Gesser, Wong, and Reker
1988; Kastenbaum 1996; Neimeyer 1985; Robinson and Wood 1984; Thorson
and Powell 1989). Older people may have accepted the finiteness of life but still
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fear dying (Thomé 2003). They are more concerned about issues of dignity, self-
sufficiency, and a sense of losing control (Cicirelli 2002; Hallberg 2003; Thorson
and Powell 1994). A 2013 book written by the former prime minister of Singa-
pore, Lee Kuan Yew, expressively reflects on the fear of a slow death. Lee says:

Life is better than death. But death comes eventually to everyone. It is some-
thing which many in their prime may prefer not to think about. But at 89, I see
no point in avoiding the question. What concerns me is: How do I go? Will
the end come swiftly, with a stroke in one of the coronary arteries? Or will it
be a stroke in the mind that lays me out in bed for months, semi-comatose?
Of the two, I prefer the quick one. Some time back, I had an Advance Medical
Directive done which says that if I have to be fed by a tube, and it is unlikely
that I would ever be able to recover and walk about, my doctors are to remove
the tube and allow me to make a quick exit. I had it signed by a lawyer friend
and a doctor.

(Lee 2013)

Lee is not alone in his preference. Studies have found that older patients are less
likely to elect life-supporting interventions in the final stage of life. Two decades
ago, the American landmark SUPPORT study revealed that older patients were
less likely to elect CPR than similar younger patients (Phillips et al. 1996). A
more recent study also confirms the relation of old age and limitation of LSMT
(Turnbull et al. 2014).

The opt-out model: pitfalls of advance directives

Death is an inevitable biological phenomenon, and death at old age is indeed a
plausible ending of a finite life. With the invention and intervention of various
LSMT, however, modern society has replaced the ancient ‘tame death’ with a
‘wild death’ in which people often die alone in ICUs, wrapped in a harsh cocoon
of tubes and wires (Callahan 2012). A fifth of elderly Americans die in intensive
care, and of these patients, about half undergo mechanical ventilation, and a quar-
ter undergo cardiopulmonary resuscitation in the days before their death (Angus
et al. 2004; Prendergast, Claessens, and Luce 1998).

In the past 40 years, many jurisdictions in the developed countries have agreed
that every individual has the legal right to refuse LSMT (Annas and Glantz 1986;
Knouse 1991; Otlowski 1997). Since such a right is based on the established ethical
principle of respecting patient autonomy, its implementation asks for the patient’s
expressive instruction to refuse (opt out). To resolve the practical problem that many
patients on LSMT may have become incompetent, the focus of the right-to-die legis-
lation is on advance directives (ADs) — documents that allow individuals to designate
their preferences for medical care in the event that they cannot communicate these
wishes at a future time (Andorno, Biller-Andorno, and Brauer 2009; McLean 1991).

Two decades after its implementation and following strong policy advocating,
the traditional approach to creating ADs has to be considered a failure (Fagerlin
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and Schneider 2004). The most obvious disappointment is the poor completion
rate. In the US, a national nursing home survey revealed that 14 years after the
passage of the Patient Self-Determination Act, the most widely used ADs for
elderly nursing-home residents (age 65 and over) is the do-not-resuscitate order
(59.7% of residents) (Fissell et al. 2005; Voltz et al. 1998). Only 19.7 percent
have a living will and even fewer a LSMT limitation (Jones et al. 2009, 5, 29).
It is estimated that the number of completed ADs in the US ranges from 5 per-
cent to 15 percent (Jones, Moss, and Harris-Kojetin 2011). In Germany, use of
ADs varies between patient groups (0.3% to 62%) and is low among the general
population, rising to around 10 percent in two surveys carried out in 2007 (Evans
et al. 2012). In Taiwan, the idea to link ADs with the National Health Insurance
(NHI) IC Card was put into effect in 2006. Despite strong media promotion, only
5,074 of the total 23 million NHI IC Card holders registered their ADs in 2006.
The Department of Health then mandated all hospitals to provide a sample AD
to all hospitalized patients. In addition, the Hospice and Palliative Care Act 2013
enacted a new article to validate the NHI IC Card register. After all these endeav-
ors, the numbers of the NHI IC Card AD register gradually rose to 145,921 by the
end of 2012 (Lee et al. 2013, 282). Among them, 13,304 (9.12%) are aged 80 or
over, constituting 0.7 percent of the old old population in Taiwan in 2012. In con-
trast, a national survey conducted in 2011 revealed that as many as 76.5 percent
of Taiwanese people aged 80 or over would sign a form to forgo aggressive treat-
ment upon diagnosis of an incurable terminal disease (Chang, Tu, and Liao 2013).

The discrepancy between the old old people’s preference of comfort care in the
end-of-life stage and their reluctance to put their opt-out intention in writing is not
unusual. In a German study, more than 75 percent of adult people aged 20 and 90
expressed agreement with the statement that they would like to decide when and
how to die, but only 10.9 percent had signed a living will (Lang, Baltes, and Wag-
ner 2007). A UK study found that the oldest old are willing to discuss dying and
end-of-life care but seldom do (Fleming et al. 2016). High’s (1993) study suggests
that most participants in interventions prefer to defer to family surrogates and to
avoid executing ADs. This family-surrogate-decision model is especially preva-
lent Japan, Taiwan, and other Asian countries. In Japan, there is a high prevalence
of entrusting all decisions to the family (Voltz et al. 1998). Hsin’s (2006) study
also confirmed that a very important factor for the Taiwanese elderly’s unwilling-
ness to document their wishes is to prevent trouble for their adult children at such
time as they have to make relevant decisions.

Such well-intentioned ideas about surrogate decision-making often have the
opposite effect. Given the uncertain nature of the line between living and dying,
having to make decisions about end-of-life care for beloved family members is a
great burden. Without adequate guidance, people tend to choose more LSMT for
their family members than they would for themselves (Wendler and Rid 2011).
In a survey of attitudes toward good death in 2014, respondents exhibited a more
conservative attitude to withdrawal of treatment for family members than for
themselves (Tang and Lan 2014, 24-25). This discrepancy often leads to a tragic
outcome: The patients suffer a slow death, the surrogates suffer bereavement and
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depression, and the health system suffers high costs for futile treatment. This is
in stark contrast to what appears to matter most to patients: They do not want to
be a burden on their loved ones at the end of their life (Mead et al. 1995; Singer
et al. 1998; Steinhauser et al. 2000). Evidence shows that end-of-life discussions
are associated with lower rates of ventilation, resuscitation, and ICU admission,
as well as earlier hospice enrollment, and that more aggressive medical care is
associated with a decrease in patients’ quality of life as well as a higher risk of
major depressive disorder in bereaved caregivers, whereas longer hospice stays
are associated with an increase in patients’ quality of life. Better patient quality
of life is associated with better caregiver quality of life at follow-up (Vandervoort
et al. 2014; Wright et al. 2008).

The failure of ADs has resulted in serious discussions on the psychosocial
and psycho-cultural difficulties surrounding end-of-life care decision-making
(Evans et al. 2012; Fagerlin and Schneider 2004; Tulsky 2005). The common
theme of reform is directed toward advance care planning (ACP) to strengthen
joint participation in a refined communication process (Halpern 2012; Lund,
Richardson, and May 2015; Perkins 2007; Tulsky 2005; Waldrop and Meeker
2012; see Jox in this volume). A fundamental question, however, remains unan-
swered: how to effectively start an ACP process under the prevailing medical uto-
pian belief that pain and suffering associated with disease, ageing, and death can
eventually be eliminated by medical technology (Callahan 2012). Undoubtedly,
society has witnessed increasing vitality and activity in old age, generating positive
expectations about longevity and quality of life. Nonetheless, a lot of the good news
from recent ageing research applies to the ‘young old’ or ‘third age’ (Baltes and
Smith 2003). As Callahan (1993) points out, success in curing an illness may in fact
set the stage for the advent of a different disease, perhaps a much more agonizing
one. There are more and more findings about the calamities of the ‘fourth age’: loss
of cognitive and mental fitness, high prevalence of dementia, physical frailty, and
multi-morbidity (Baltes and Smith 2003; Jacobs et al. 2011; Singer et al. 2003).

A new approach: the opt-in model

The conventional ‘presumption of life’ paradigm suggests that a bad life is better
than a good death, as there is always hope associated with life. Likewise, LSMT
was originally invented to serve as a ‘halfway technology’ to temporarily assist a
patient in critical condition so that he or she might have a chance to return to nor-
mal functions as basic as communicating, eating and drinking, or at the very least
breathing. Given the uncertainty of how an illness will develop, it is very much
appropriate for doctors to start by choosing to save a patient’s life in a case of
emergency and then change the protocols when a fatal prognosis becomes appar-
ent. In such a case, when the continued use of LSMT does little to improve quality
of life but rather extends dying, it is time to change the paradigm of presumption
of life to presumption of peaceful death (Callahan 1993).

Thanks to the Hospice Care Movement, more and more people accept the idea
of having palliative care instead of aggressive treatment at the ‘end of life’ stage.
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However, the most troubling practical problem lies in identifying the borderline.
How can we know for certain that a seriously ill patient is entering the ‘end of
life’ stage and has reached the point where futile fighting needs to be replaced
with preparing for a peaceful death? Modern society tends not to draw such a
line but to rely on a case-by-case judgment made by medical professionals. I
suggest that we supplement the medically oriented and professionally defined
uncertain concept of the ‘end of life’ stage with a societal consensus and legally
defined concept of ‘end stage of life.” To do this, we should implement a definite
age limitation of 80 years to define entering into the ‘end stage of life,” in which
a peaceful death constitutes an indispensable part of a good life. The law could
and should encourage people to accept their biological lifespan by formally
acknowledging that by living to the age of 80, they have accomplished a ‘full
life.” Accordingly, should an emergency occur and should an old old person be
unable to make a competent medical decision, the legal default should be com-
fort care. No LSMT should be continued to be given to permanently unconscious
old-old people without their written consent in ADs. There are three important
components in this new opt-in model.

1. A prima facie age limitation of 80 years denoting completion
of a ‘full life’

The proposed age-based limitation represents a minimum social consensus of a
“full life,” so different societies can set their own specific age limitation according
to their prospective demographic characteristics — which can be as high as age
85 or as low as age 75. The average life expectancy in most developed countries
is around 80 years, and there are studies showing that people’s desired lifetime
falls within 81 to 85 years (Lang, Baltes, and Wagner 2007; Mirowsky and Ross
2000). However, chronological age does not necessarily reflect health status. ‘End
stage of life” does not equal ‘end of life.” I want to stress that this age limitation
is prima facie in a sense that any and every individual is allowed to re-define his
or her own ‘full life” age. American bioethicist Ezekiel Emanuel set an inspiring
example when he published an article in 2014 declaring that he (58 years old at
the time) hopes to die at 75. The age limitation helps him make decisions about
his own healthcare. By choosing 75 as his ‘full life’ age, Emanuel says that he will
refuse procedures such as flu shots and antibiotics. He will say no to any cancer
treatment, cardiac stress test, pacemaker or implantable defibrillator, heart valve
replacement or bypass surgery (Emanuel 2014).

This “full life’ age limitation has nothing to do with ageism, because individu-
als can choose to change it according to their own changing health conditions,
life experiences, and reflections on death and dying. It is possible to be content
with the law’s interpretation of a full life and stick with the default care plan. It
is also possible to choose a younger age as the ‘full life’ age and to implement
an absolute ‘no medical treatment’ policy. The others, especially those who are
over 80, may want to postpone the ‘full life’ age by expressing their desire for
life-extending care (Lang, Baltes, and Wagner 2007). No matter which situation,
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defining an exact time will eliminate the fuzziness of the perspective of maximal
life prolongation. Its specificity can motivate people to think about the end of
life, to engage with existential questions, and to ponder what they want to leave
behind for their children and grandchildren, their community, their fellow people,
and the world.

2. Pursuing a peaceful death in the end stage of life

I argue that a presumption of peaceful death should replace the presumption of
life as the guiding ethical paradigm in deciding whether to give an incompetent
old old person LSMT. According to Callahan (1993), a peaceful death means
accepting human fate — seeing death at old age not as an accident to prevent, but
as nature’s course to come. Thus, the main characteristic of a peaceful death is
acceptance — accepting the inevitability of death, accepting a certain degree of
pain and suffering associated with advanced age, and accepting loss of control in
the dying process (Callahan 1993). In Callahan’s ideal, a peaceful death merges
personal, medical, and social strands, including the relief of pain, being remem-
bered and respected, and preventing undue burden for loved ones. To a great
extent, this matches a recent empirical finding on old old people’s actual wishes
for a good death. Hallberg’s (2003) study revealed that people did not necessar-
ily share the same view of how they want their end-of-life phase to unfold or to
be handled. Even so, the most uniform directions were those emphasizing no life
prolongation, being respected, the importance of integrity, being approached as a
whole person, living one day at a time, having the opportunity to be involved with
others, caring for others, and the balance between having loved ones close by but
not being a burden to them.

Callahan (1993) expresses very clearly that a peaceful death should have both
an individual and a public face. For the individual, it can bring life to a fitting
close, marked by the connection to the self through reason and self-consciousness
and by connection to others through dying — within the circle of human compan-
ionship and caring. For the public, death is peaceful in the sense that its control
and management should not consume an undue share of resources. We should be
willing, Callahan says, to bear what nature and human mortality bring us. Still,
there is no reason why we should have to bear an artificially extended death (Cal-
lahan 1993).

3. Change of default in ADs

How would such presumption of peaceful death be implemented? Without an opt-
in AD, should an incompetent patient over 80 be excluded from ICU care? Should
octogenarians not be offered coronary bypass surgery? Should the ER doctor
withhold reasonable and necessary emergency treatment before confirming how
old an incompetent patient is? The inhumanity of such suggestions is self-evident.
I am neither advocating age rationing nor claiming that elderly people who are
terminally ill have a duty to die. Instead, it is my intention to use the law to
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help old old people maximize their well-being. A feasible option is to design a
well-structured standard ‘comfort-default AD’ to be linked to every 65-year-old
patient’s electronic medical record. Healthcare providers would then be obliged to
inform their elderly patients of the new law and to hand such comfort-default AD
out to them. Should an old old patient be uncomfortable with the comfort-default
AD, he or she would be advised on how to easily change it by replacing the legal
age of 80 with his or her ‘desired’ age. Of course, it will be welcome and even
encouraged if the elderly patient wants to modify the default AD to better reflect
his or her own preferences and values in end-of-life care. Eventually, this strategy
will result in a universal distribution of ADs among octogenarians, either as a
comfort-default AD or as a modified AD.

Clearly, this plan requires a lot of institutional competency. We would need
more empirical studies to support the design of an age-sensitive default AD; we
would need more trained, experienced, and skilled professionals in providing
advance care planning (ACP) counseling; and we would need to develop a pro-
cedure to resolve conflicts in case family members disagree. Luckily, all of the
above-mentioned matters are currently being furthered. What I propose is not
something unimaginable but a policy strategy to accelerate moving toward the
realization of a peaceful death.

Advantages and ethical concerns

There are two major advantages of the new ‘opt in’ model. The first and fore-
most is the facilitation of a conversation about ACP between the old old and their
caretakers. Under the current opt-out model, ACP discussion is difficult and dis-
concerting, because the topic is death and ‘giving up.’ Ottosson’s (1999) Swed-
ish study shows that doctors hesitate to bring up matters related to death and
dying, yet patients appreciate it if they do — even though they sometimes find
it emotionally upsetting (Ottosson 1999, 282—-308). German physicians fear that
patients associate discussion of ADs with an imminent death and therefore will
reject a routine discussion (Burchardi et al. 2005). A survey of patients, physi-
cians, nurses, and healthy controls revealed tension surrounding the widely held
belief that physicians should initiate discussion about ADs. It also showed that
most physicians prefer to delegate the task to patients’ families and friends, with
only a minority (39%) ever having discussed an AD with a patient (Sahm, Will,
and Hommel 2005).

Kastenbaum (1996) states that stereotypes and negative societal attitudes
toward death and dying — especially in old people — influence those in touch
with older people, as well as older persons themselves. Fleming’s study found
that death is rarely talked about between the oldest old and their proxies (Flem-
ing et al. 2016). Because the prospect of creating an AD is unpleasant, the future
benefits of having completed an AD must be viewed as substantial to sufficiently
motivate a person to actually fill out an AD. Otherwise, there is the tendency to
discount future benefits in order to avoid present pain (Halpern 2012). Once the
law draws a clear line at the age of 80 and sets the default to no LSMT when
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there is no opt-in AD, as I propose, the dynamics of the conversation will change.
Because the law will have pre-selected a comfort-default AD for people over 80,
it will become appropriate for adult children to inquire about their old old parents’
actual wishes or to initiate a conversation by persuading the octogenarians to sign
an opt-in AD. The sooner the conversation between old old people, their families,
and their physicians begins, the better chance there is for a peaceful death.

Another advantage of the opt-in model is that it empowers physicians to per-
form good medicine on their old old patients by not having to provide painful
and futile LSMT. Medical practice is value-loaded. Physicians’ ethical concerns
include respect for autonomy, nonmaleficence, beneficence, and justice. When
the medical intervention most likely will not benefit the patient (quantitative
futility) and when the intervention will produce an outcome of poor quality of
life (qualitative futility) (Jecker 2014), physicians’ ethical duty is to stop the
futile treatment. Unfortunately, under the current opt-out model and without
an effective AD, such ethical duty to stop futile treatment is often hindered by
the family’s hope for a miracle. Under my opt-in scheme, futile treatment is
expected to decrease greatly, but it will not be eliminated completely, as many
old old people might still choose a life-extension AD or still entrust the decision
to their families.

Two potential ethical concerns need to be clarified further. Does this age-ori-
ented opt-in model imply an elderly person’s duty to die? How are we to deal with
those old old people who do not know about the change of presumption and have
no chance to opt in? Would the implementation result in some form of neglect of
the elderly?

The concept of ‘duty to die’ was first broached by Margaret Battin (1987) in the
context of global justice, and it was brought up again in 1997 by John Hardwig.
Hardwig (1997) argues that an individual who is terminally ill or in need of exten-
sive care may have a duty not only to decline this care but to die in order to avoid
imposing excessively heavy burdens of care and support on family members or
loved ones. According to him, this duty is stronger for people who are older and
who have already lived full lives (especially if they are facing a degenerative dis-
ease such as Alzheimer’s or Huntington’s), whose loved ones have had difficult
lives or have already had to make sacrifices for them, and who can no longer hope
to make significant contributions to the lives of their loved ones. Clearly, Hard-
wig’s thesis operates under the paradigm of presumption of life, so he tries to cre-
ate a ‘duty to die.” In contrast, the focus of my proposal is that old old people have
a ‘right to a natural death,’ so that the paradigm in guiding the provision of LSMT
should be shifted to presumption of peaceful death. There is no need to impose a
‘duty to die’ on old old people in my model, because the concept of death has been
aligned with the concept of life in the old old population, and the withholding or
withdrawing of LSMT presumably fits their true wishes and best interest.

Still, my proposal might be seen as a duty to make an AD choice. For anyone
who passes the age of 80, the new paradigm will presume that he or she wishes to
exercise the right to a peaceful death by forgoing LSMT should he or she end up
in an unconscious state, needing medical attention. Those who do not share the
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same view will have to sign a will-to-extend-life AD to execute their own choices.
In an educated society, decisions about end-of-life care are among the most per-
sonal choices any human being will ever make. While some might prefer forgoing
extreme measures and letting nature take its course, there are certainly others who
wish to exhaust every available resource to prolong their life as long as possible.
Both of these wishes should be honored. However, although all people should
have the right to decide how they want their lives to end, it does not necessar-
ily follow that they have to be able to avoid confronting such a choice. We will
all die, whether we bother to think about it or not. Considering the enormous
costs — both emotional and economic — of end-of-life interventions, society has
every right to expect its members to make their wishes regarding such care clear
in advance. Providing LSMT to all old old people as a default — in the absence
of an AD — does not make any more sense than making early termination the
default. Hopefully, the new opt-in model will nudge old old people to effectuate
their genuine desires for end-of-life care by communicating about ACP with their
families and physicians.

But what about those old old people who are socially the least advantaged, who
live alone with no family or have been abandoned by their family, and who have
no idea about the change of law and therefore have no AD at all? Let us imagine
aneglected old old person is sent to a hospital by neighbors, and, after emergency
interventions, he or she ends up on LSMT, unconscious. Without family members,
without loved ones, and without hope the patient will regain his or her compe-
tence, removal of the LSMT is an action safeguarding and facilitating his or her
peaceful death, in order to relieve his or her pain and suffering and to preserve
final dignity. It is by no means an act of neglect toward the elderly. Furthermore,
forgoing LSMT does not mean the patient receives no treatment or no care. The
preset comfort-default AD will direct the care to maintain the patient’s integrity
and dignity.

Conclusion

As early as 1981, Phillip Aries criticized modern medicine for stealing away the
‘old tame death’ by implementing a technology-controlled ‘wild death.” And as
early as 1993, Daniel Callahan proclaimed we should pursue a peaceful death.
Two decades have passed, and mounting studies and literature on the subject have
consistently revealed that we are still far away from the goal.

My proposal for a paradigm shift from presumption of life to presumption of
peaceful death for those who have lived a ‘full life,” defined as having reached
the age of 80, may seem bold and revolutionary. In fact, its scope is very limited
and conservative. It covers only a certain population (the old old), only in extreme
situations (permanent unconsciousness), and only concerning specific end-of-life
care (LSMT). My humble wish is to use the law as an effective nudging instru-
ment to stimulate a more open and more honest public policy on death and dying
at old age and to eventually develop a mature culture of death, in which old people
can live longer and healthier and die quicker and fitter.
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Being able to live to old age should be a blessing, not a burden. Autonomy for
the old old should be calm and self-constrained, and death for the old old should be
peaceful and serene. Simply giving an individual the right to die does not really solve
any problems. The society and the law should honor their obligation to bring concep-
tual and institutional change by helping people plan their later life. Back in ancient
times, the great Roman orator Seneca gave a lot of thought to old age and death:

I will not relinquish old age if it leaves my better part intact. But if it begins
to shake my mind, if it destroys its faculties one by one, if it leaves me not
life but breath, I will depart from the putrid or tottering edifice. I will not
escape by death from disease so long as it may be healed, and leaves my mind
unimpaired. I will not raise my hand against myself on account of pain, for
so to die is to be conquered. But I know that if I must suffer without hope of
relief, I will depart, not through fear of the pain itself, but because it prevents
all for which I would live.

(Seneca 1969, letter 58)
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8 Not growing old — gracefully

Soren Holm

Research into the prevention of ageing or the delay of ageing processes is making
steady progress (see Olshansky in this volume). The average life expectancy in
wealthy countries is continuing to increase, as is the average number of healthy
life years that people can expect. Some are suggesting that we are at a tipping
point where human beings will soon live very long lives (more than 1,000 years)
and will thereby effectively become post-human (de Grey 2003; de Grey and Rae
2007). This has sparked some philosophical interest in whether immortality or
near immortality! is a desirable goal for human beings (Glannon 2002a, 2002b;
Harris 2002, 2004; Overall 2003).

This chapter is more moderate in its ambition. It considers the ethical implica-
tions of more limited but still significant life extension. What would happen if
most people lived to be 200?> Would such more limited life extension be a goal
we ought to pursue as a society, and how should we balance the pursuit of life
extension with other worthwhile societal endeavors? This is still a rather bold
futuristic situation to consider. Significant increases in the human lifespan have
been predicted many times in the past, but these predictions have not come true.

As we see from post-humanist and science-fiction writing, there are many ways
in which life extension could happen (e.g., uploading of our minds to computers),
so there is a need to specify what kind of life extension is being contemplated. In
this chapter, we will consider a situation in which life extension has been achieved
primarily by biological means, in which it has been achieved gradually; a situa-
tion in which people still age but at a slower rate and many people still die follow-
ing a short or long period of physical decline and illness. The scenario discussed is
thus a scenario in which life expectancy has not suddenly increased dramatically,
in which old-age morbidity has not been compressed any more than it is now
(Fries 1989), and in which the entities who have had their life extended are still
recognizably human and not post- or transhuman.

The reasons for focusing on this particular scenario and not on more radi-
cal scenarios are twofold. First, I think it is a more realistic scenario than the
near-immortality scenarios, at least insofar as they involve the immortality of
biological beings. Second, I think that the non-biological immortality scenarios
are simply so far removed from any of our current experiences that they become
very difficult to evaluate ethically, whatever ethical framework we try to apply
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(Holm 2007). Is it, for instance, ethically valuable to double the processing speed
of an uploaded mind? And if so, how much value does it add? The non-biological
immortality scenarios also involve radical changes in our technological abili-
ties, which by themselves may change society fundamentally in ways we cannot
currently predict. For instance, would the developments in information technol-
ogy necessary to support mind uploading actually lead to mind uploading and a
happy society of uploaded minds, or would they lead to a world dominated by
non-human artificial intelligence (Bostrom 2014)? The analysis could also have
focused on a less radical scenario in which most people lived to be 120, as some
people do today. The main reason to analyze a slightly more radical life exten-
sion than to 120 is that life extension to 120 can probably be accommodated
relatively easily within the rather uninteresting ‘more of the same’ scenario out-
lined on page 122. In the analysis, it is also necessary to make some assumptions
about the society in which life extension takes place. In this chapter, the analysis
will assume that life extension takes place in a well-ordered, reasonably affluent
democratic society.

There is little doubt that life extension is a pro tanto desirable goal for (most)
individuals. Most people would like to have more healthy life years and would
be willing to engage in some trade-off between healthy and unhealthy life years.
The ratio of the trade-off would differ from person to person, but most would for
instance be willing to accept some unhealthy life extension in order to gain ten
more healthy life years. However, it is important to remember that even though
life extension is a desirable goal for a given individual, it is not necessarily that
individual’s only or most important goal, and people may be willing to trade-off
length of life against the fulfillment of other important goals they want to pursue
(e.g., this is a trade-off that persons preferring a sedentary lifestyle are engaged
in). The problem in extending this individual analysis to the societal level is that
it ignores the fact that society and social arrangements will change in response to
developments in life expectancy, and a societal or all-things-considered analysis
will have to take these changes into account. Thus, the societal analysis will to
a considerable extent depend on a prediction of changes in social arrangements
caused by changes in life expectancy.

How do we go about developing such predictions? In the following, I will first
briefly summarize the developments in life expectancy since accurate records
began and even more briefly outline the societal response to the rise in life expec-
tancy during the last 170 years. Second, I will outline how a lifespan may look
with a life expectancy of 200 — first in a “‘more of the same scenario’ and then in
a ‘portfolio scenario.” Third will be a brief summary of the extant ethical argu-
ments in life-extension literature, followed by an extended elaboration of a pos-
sible alternative, which I will term ‘growing old gracefully.” The conclusion of the
analysis will be that a median life expectancy of 200 years does not threaten our
ability to grow old gracefully but that all our conclusions about the ethical desir-
ability or otherwise of life extension and life-extension technologies are predi-
cated on rather uncertain predictions of the kind of society in which we will live
in the future.
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The past as a guide to the future?

One way to predict what will happen if life expectancy increases in the future is
to investigate what happened in the past when life expectancy increased rapidly.

Figure 8.1 shows average life expectancy at birth and at different ages for England
and Wales for the time period 1700 to 2013 (for the period 1845 to 2013, it also
shows age-related average life expectancy; see Roser 2016). There is a long period
of stable life expectancy lasting almost 150 years, and then life expectancy starts
to climb. One important feature to note is that for people who survive infancy and
live to the age of five, average life expectancy has been pretty good for a long time.
And, if we look at median life expectancy for men (the age at which 50 percent of
a cohort has died, corresponding to the middle line of the graph below), we see that
it has increased approximately 35 years since 1841 (Office for National Statistics
2012). We also see that the modal age of death (i.c., the most common age at death)
was stable for a very long time and has begun to increase only very recently.

How did societies historically adapt to the increase in life expectancy? Here,
we have to distinguish two different possible causal drivers of societal change:
(1) the decreasing infant, child, and maternal mortality, and (2) the increase in life
expectancy after early childhood.

The rapid decrease in infant and child mortality led directly to the so-called
demographic transition, since families no longer needed to sustain high birth rates
in order to ensure that at least some of their children survived into adulthood

Life Expectancy by Age in England and Wales, 1700-2013
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(Chesnais 1992; Lee 2003). The reduction in number of pregnancies and births
meant that women were freed to take up new roles in society. But the more general
increase in life expectancy also had very important effects. The period recognized
as childhood was extended, adolescence was invented, and the role of retiree and
pensioner was established.

These changes were both social and societal. Social understandings of the dif-
ferent stages in life changed, and societies had to put in place new structures to
enable and support the new reality. For instance, school systems had to be recon-
figured, and public pension schemes had to be devised and revised. Perhaps the
most important lesson to be drawn from these historical developments is that,
despite very significant changes in life expectancy (both average and median)
after centuries of stability, societies managed eventually to adapt without any
major permanent demographic or social crises developing.

The future — two scenarios

So, what future can we expect with a median life expectancy of 200 years? One
possible scenario is what we could call ‘more of the same.” Because the people liv-
ing longer would still be biological beings, they would have a childhood, a period
of adulthood, and a period of old age. It is likely that the childhood/adolescence
segment would be expanded, but not by very much unless our life-extension
technology slowed down childhood development, and any technology that did so
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would be undesirable. The old-age segment would be somewhat expanded, but
in the ‘more of the same’ scenario, most of the extra lifetime would be spent in
an adult phase of life that looked like adult life today — a period of work, family
building, and saving enough for a private or public pension fund to last through a
longer period of old age.

Another possible scenario, which I will call the ‘portfolio scenario,” involves
more significant changes to the period of adulthood. Being an adult for more than
100 years would allow people much more freedom to have a portfolio career, to
have periods of retirement/breaks from work interspersed throughout adult life,
and to have a succession of sexual and reproductive partners and families. The
freedoms created by a much longer adult life would also plausibly enlarge the
range of realistically pursuable life plans and therefore lead to greater diversity in
society. Some 120-year-olds would be at work; others would be retraining for a
new profession; others would be having their second or third family; others would
be taking five years off to see the wonders of the world. Instead of having one
overarching arch of life with a clearly defined direction and segmentation, some
people might have a long period of life in which they participate in a number of
consecutive ‘cycles’ of work or family-making. If this is the scenario that comes
about, then a person’s starting point in life might become even more important
than it is now, because being able to invest financial and social capital will be
crucial for upward mobility during life.

It is likely that both scenarios significantly underestimate how different society
will be if/when we reach a life expectancy of 200 years, since many other techno-
logical and social developments will occur that will also impact on society and on
people’s possible life courses. Many of the main differences between society at
the time of this writing (2016) and society 150 years ago (1866) are not the result
of the rather impressive increase (more than 30 years) in median life expectancy
during that period but the result of completely unrelated technological develop-
ments. Just one example of a simple development with far-reaching implications
is the invention of the bicycle, which geneticist Steve Jones has called “the most
important event in recent human evolution” (Jones 2000, 294-295) because it
increased the possibilities of human genetic mixing by increasing the distance that
people could easily travel every day.

Ethical analysis

How should we evaluate life extension to 200 years from a societal perspective?
The standard ‘liberal” approach to this question proceeds along the following lines
(Cutas 2008; Harris 2002, 2004):3

1  Claim life extension to be an all-purpose good, directly linked to the ability
to obtain other goods in life.

2 Claim life extension to be desired by everyone because of (1).

3 Conclude that (1) and (2) are sufficient to show that life extension to 200 years
is a good that should be pursued.
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4 Rebut counterclaims concerning:

a  how life extension may be bad for (some) individuals
(Glannon 2002a, 2002b; Moore 2006; Williams 1973);

b  how life extension may lead to large-scale social problems (overpopula-
tion, social segmentation, social injustice, etc.)
(Overall 2003);

i Accept counterclaims in principle, but deflect their force through
liberal/libertarian arguments showing that individuals have a right
to pursue life extension.

it Deny the ‘social’ counterclaims — for example, by reference to pre-
dicted future technological development that will fix the problem.

Both the argument and the counterarguments are well rehearsed in the literature,
and there is not much I can add to them. In relation to (1)—(3), it is important to
remember that even if (1) and (2) can be established (or established when a few
people with deviating preference structures have been excluded from consider-
ation), this does not in itself tell us how important life extension is. The possession
of a fifth finger, a hand, and an arm all fulfill (1) and (2) in being all-purpose goods
desired by everyone with normal preference structures, but they are not equally
important, and their importance varies from person to person depending on their
life plan. We therefore need further arguments specifying exactly how important
life extension is, absolutely and compared to other important goods. And only
when we have those further arguments will we be in a position to say whether
society ought to spend resources on promoting life extension. With regard to the
rebuttals in (4), the deflection strategy through an appeal to individual rights can
work only outside of a consequentialist framing. If the argument for pursuing
life extension is consequentialist, then it is no answer to those who claim that
there are negative consequences that need to be taken into account to posit non-
consequentialist individual rights.

Another way in which we could approach the analysis is what [ will term ‘grow-
ing old gracefully,” which is roughly equivalent to the overarching obligation to
acquire and display the relevant virtues, or to discharge your moral obligations
and duties, in each particular segment of your life. If you reach old age and can
look back and say ‘Yes, I have discharged my moral duties well throughout my
life, I have lived my life as someone in my position should lead a life,” then you
have grown old gracefully in an ethical sense. If we apply this perspective to life
extension, then a future with life extension will be pro tanto as good as or better
than the present, if the chance of growing old gracefully in the future is at least as
good as or better than it is presently. The ‘growing old gracefully’ approach has
some affinities with Aristotle’s derivation and definition of virtue in his Nicoma-
chean Ethics, where virtue is defined as follows:

So virtue is a purposive disposition, lying in a mean that is relative to us and
determined by a rational principle, and by that which a prudent man would
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use to determine it. It is a mean between two kinds of vice, one of excess and
the other of deficiency.
(Aristotle 1976, 101-102)

Aristotle further claims that someone is truly virtuous only if he integrates in
his character all those virtues that are appropriate to him and his role in life. For
Aristotle, someone would presumably have grown old gracefully if he could look
back at his life and say that he had first acquired the appropriate virtues and then
lived a virtuous life according to those virtues.* The point at which the ‘growing
old gracefully’ approach departs from Aristotle is primarily in not requiring a
static set of virtues but being open to the idea that these may change dramatically
over the life course.

In the following, I will primarily analyze ‘growing old gracefully’ in terms
of duties and obligations, but a parallel argument can be developed in terms of
virtues. It is unlikely that the duties and obligations of the very young and the
very old are going to change significantly in any of the two scenarios outlined
above, and it is also unlikely that their ability to discharge those duties is going to
change very much. What we therefore need to concentrate our attention on is ‘the
expanded middle,’ the considerably extended segment of adult life. What are the
duties and obligations during this segment of life, and how can we fulfill them if
we live much longer than we do currently?

Before attempting an answer to this question, it is necessary to discuss whether
the question makes sense, since it could be claimed that people cannot have pos-
itive moral obligations that they have not themselves chosen to have. We can
have unchosen negative moral obligations, such as obligations not to harm other
people, but not unchosen positive moral obligations. If this is true, it makes little
sense to discuss the positive obligations of adults, since these will purely be a
matter of individual choice. In discussions about whether adult children have any
moral obligations in relation to their parents, such as obligations to support them
in old age, it is, for instance, claimed by some that adult children can have such
obligations only if they have themselves chosen to have them. The mere fact that
they are the children of particular parents does not create obligations (Blustein
1982; Daniels 1988; English 1992).

This argument is, I think, partly true, but it obscures an underlying complex
moral landscape where obligations can be generated and extinguished by actions
and events that may involve some kind of choice, but where it is not the obliga-
tions themselves that are the main focus of the choice. People can assume or
accept a particular social role whether or not they fully understand the moral
and social obligations that come with it. The role of parent is a prime example.
If someone chooses to become a parent through reproduction or adoption, they
thereby acquire a complex set of obligations toward their child, obligations which
will change over time as the child develops and matures. Parents have in some
sense chosen to have the obligations they have toward their 14-year-old daughter,
but at the time they chose the role, they probably had only a vague idea of what
the exact obligations would be 14 years and nine months later. Nevertheless, the
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role obligations are binding. Many other social roles, such as the role of university
teacher or police officer, also come with inbuilt moral obligations.

Obligations may also plausibly be generated by reciprocity, either in one-on-
one relationships or in larger networks of reciprocity. Children who have been
loved and supported by their parents through childhood and adolescence may
simply by that fact have acquired a defeasible but nevertheless real moral obliga-
tion to support their parents if their parents need support. And, to take another
example, someone who has been living in a supportive and friendly local com-
munity may over time acquire moral obligations toward members of that commu-
nity. On the other hand, obligations that people have voluntarily assumed may be
extinguished or defeated by events that are outside of their control.

The issues discussed here can perhaps be handled more directly within a virtue
theoretical framework. The virtues are not innate; they are learned and developed
by people living in and learning from particular social roles, so it follows straight-
forwardly that (1) the virtues of a parent are virtues that a parent ought to develop
to fulfill the parent role in a morally good way and (2) insofar as some of these
virtues are specific to the parent role, you only start developing them once you
assume the role. You do not choose the virtues; the virtues are inherent in the role,
and the morally excellent person will develop them.

This entails that it is still meaningful to ask what moral duties and obligations
adults would have, and what virtues they should possess, in a society where the
adult segment of life had expanded radically. But how would we go about answer-
ing those questions? The introduction of an expanded middle of life would create
new social roles, with their own sets of obligations and virtues, and would require us
to map out revised obligations for already existing roles. There would, for example,
be many more great-great-grandparents than there are now, but what obligations
(if any) would they have toward their great-great-grandchildren? And, how would
those obligations be influenced by the fact that those great-great-grandparents also
had children at various stages of life from two or three subsequent relationships?
And, what obligations would 147-year-old well-established academics have toward
eager, newly minted PhDs trying to step onto the academic career ladder?

Raising these questions immediately shows that if the portfolio scenario is the
more likely scenario, then our abilities to intuit or provide an analytic justification
for a particular set of obligations or virtues become limited. Parents would still
have a set of obligations toward their non-adult children that will be similar to
the ones they have now, simply because children need parents to discharge those
obligations in order to have a chance at a good life. But other obligations may
change and mutate beyond recognition if we enter a situation in which there is no
particular overarching arch to life that most people follow, a situation in which
each individual is somewhere in one of the ‘cycles’ of adulthood, in or out of sync
with those who were partners, collaborators, or co-constructors in or results of
their previous cycle(s). Whereas intra-cycle obligations and virtues are likely to
be similar to current general adult and role obligations, it is much more difficult
to predict the shape of inter-cycle obligations and virtues. To what extent can old
role- or reciprocity-based obligations just be jettisoned and new ones assumed?
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Given that there would be no change in personal identity occurring even though
persons pursued a portfolio life, obligations could be fully extinguished only if
(a) they had been fully discharged, (b) they had been justified in ongoing social
interaction and reciprocity and the social interaction had ceased, or (c) the per-
sons to whom the obligations were owed had released the duty holder. The duty
holders could not themselves renounce the duties. This means that in the portfolio
scenario, people would likely accumulate a larger set of obligations than they
currently accumulate in adult life. But given that we all already hold a large and
probably inconsistent set of obligations of varying strengths, this does not in itself
show that we would not be able to grow old gracefully even with a 200-year-long
portfolio life. It also seems to indicate that persons living through a portfolio life
would have to develop a ‘meta-virtue’ akin to Aristotelian phronesis, enabling
them to choose rightly when weighing the obligations and virtues inherent in their
current role and cycle against the obligations and virtues fitting their previous
roles and cycles. This may involve something like an aesthetic appreciation of
how a complicated life fits together as a whole.

Life extension as a societal goal

Should society allocate resources to anti-ageing research, and, if so, how impor-
tant is it to pursue this goal compared to other important goals? This issue has
been discussed within the health context — for instance, by Daniel Callahan and
his opponents (Callahan 2000, 2003), but here we will consider it more broadly.
In this context, it is important to note that the increases in life expectancy we have
seen so far have come as (desirable) side effects of medical, public health, educa-
tional, and other developments and inventions that have not had life extension as
a primary goal. This process is likely to continue into the future. New drugs will,
for instance, be developed to treat specific diseases and conditions, and it will be
found that they also have a life-extending effect (e.g., statins). New life-extending
technologies will therefore continue to be developed even if resources are not
allocated to anti-ageing research directly.

So, how important is the direct pursuit of life extension if we accept that life
extension is a pro tanto good? In one sense, it could be claimed to be very impor-
tant. Most of us do not want to die, and if asked at any given time whether we
would like someone to develop a technology that extended our life by ten years,
we would probably say ‘yes’ and state that this goal should have high societal
priority. And we would give this answer every time we were asked the question,
thereby seemingly accumulating evidence of the direct pursuit of life extension
having an enormous importance. There is, however, a problem here with double-
counting, since it is not obvious that the fact that I continually think something
is important, and state it every time I am asked, provides cumulative evidence
of importance. The mere fact of repeatedly asking, stating, and counting cannot
make life extension either more or less important.

In another comparative sense, life extension may not be so important. As long
as there are many people dying unnecessarily in childhood or early adulthood
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from preventable or treatable conditions, it could be argued that life extension
for them should take priority over life extension for those who already have had a
long life. Similarly, many people currently live lives that could be much better —
that is, they could have a much higher level of welfare if societal resources
were expended on housing, education, and so forth, and it is again arguable
that we would do better as a society by focusing on their problems rather than
on anti-ageing research. None of these considerations are conclusive, because
they are essentially comparative along a number of parameters. If anti-ageing
research realistically promised significant, simple, and cheap life extension,’
it might on balance outweigh what would otherwise be more pressing, current
needs. However, assessing the realistic promise of anti-ageing research is not a
philosophical task.

Conclusion

One thread running through this chapter is that we know much less about a pos-
sible future society with radical life extension than is often assumed in ethical
argument. This is a serious problem for any and all analyses of the ethics of life
extension, whether those analyses are triumphalist or skeptical, insofar as the
analysis relies on positive or negative predictions about the future as premises.
The problem arises partly because we tend to perform our ethical analysis ceferis
paribus, but in the case of life extension we have good reasons to believe that
everything else will not be equal. The very technologies that would enable us to
achieve the life extension that we analyze would also lead to many other changes
in society. But the nature of these changes would depend on the particular tech-
nologies, and we cannot currently predict with any certainty which technology,
or more plausibly which combination of technologies, will emerge as the ‘win-
ner.” So, a society with a given number of life-extended cyborgs is likely to look
very different to a society with the same number of life-extended fully biological
humans, not because the ethical issues facing the two populations will be different
ceteris paribus, but because the other possible uses of the enabling technologies
are very different and will lead to the development of very different social for-
mations. This is a significant problem for all ethical evaluations, irrespective of
the underlying ethical theory, because there are no knockout arguments showing
conclusively that life extension is in itself either morally good or bad available
within any of the standard ethical theories. And, appealing to risk-aversiveness or
decision-making principles, such as the precautionary principle, is not going to be
of much help either. We know for certain that some life extension will come about
as a side effect of developments that are not aimed at life extension, and we cannot
rule out that some intervention aimed at solving a problem occurring in old age,
such as myo- or osteopenia, will not turn out to have significant life-extending
‘side effects.” So, there is nowhere for our precaution to bite. The research and
development will be pursued with bona fide therapeutic or preventative aims, and
it is only later that we will come to realize that the intervention developed also has
significant life-extending effects.
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I have argued in this chapter that we have no reason to believe that life exten-
sion in itself (ceteris paribus) would make growing old gracefully more difficult
than it is now and that life extension is therefore a pro tanto good. That conclu-
sion is, however, dependent on an assumption of relative social stability and a
degree of inequality similar to what we have in current societies. If life-extension
technologies are introduced into societies with much greater degrees of inequal-
ity, they might have social effects that are not benign, leaving the affluent part of
society free to pursue a portfolio lifestyle while the other part of society is tied to
a longer life of drudgery.

However, the one lesson we can learn from history is that societies will muddle
through and would likely eventually find ethically acceptable ways of handling
the new challenges created by radical life extension.

Notes

1 Abiological organism that was biologically immortal and had an infinite lifespan would
still be physically destructible and therefore susceptible to catastrophic accidents and
only ‘nearly immortal.’

2 The situation I refer to is a society with a median life expectancy of 200 years. Such a
society could still have an average life expectancy below 200 years, since early deaths
(e.g., deaths in infancy) detract more from the average than from the median in this
scenario.

In this chapter, ‘life expectancy’ is used with the slightly unusual meaning of ‘median
life expectancy’ unless specifically qualified.

3 The main disagreements in the literature could equally well have been outlined with a
skeptical approach as the starting point.

4 I am here ignoring Aristotle’s stated view in his Rhetoric that the old cannot be virtuous
(Aristotle 2004).

5 That is, the intervention in itself is cheap, and it does not create significant downstream
costs.
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9 How to think about age-group
justice
The capabilities approach

Nancy S. Jecker

Introduction?!

As individuals, we are accustomed to growing older. Yet not just individuals,
but also societies age. A society is said to age when its number of older people
increases relative to its number of younger people. Ageing societies pose ethi-
cal challenges for healthcare systems, because older people use more healthcare
resources on average than younger people do, and they tend to present with rela-
tively higher rates of chronic healthcare problems. The task of this chapter is to
critically reflect on the twin challenges of rising healthcare costs and the shifting
nature of healthcare needs. My goal will be to offer an ethics framework appropri-
ate to the subject matter. The framework I propose is referred to in the literature
as a ‘capabilities approach’ to justice. It places emphasis on the respect and rec-
ognition we owe to the elderly. The capabilities account is at variance with the
dominant emphasis of autonomy that characterizes much of contemporary West-
ern philosophy and bioethics. For this reason, I will try to show throughout the
chapter why a capabilities account has advantages over autonomy-based accounts
for addressing ethical issues raised by ageing societies.

Background

Industrialized nations have been ageing for as long as demographic records have
been kept. In 1800, for example, the demographic makeup of developed countries
was similar to that of many developing countries in the early 1990s, with roughly
half the population under the age of 16 and very few people living beyond age 60.
Since that time, increases in life expectancy combined with declines in fertility
rates have dramatically increased the proportion of older people in developed
nations. Although the age profile of many developing countries remains heav-
ily weighted toward younger age groups, the same demographic ageing that has
occurred over more than a century in the developed world is predicted to occur
much more rapidly in developing countries without the benefit of an extended
period of economic growth to ensure older people’s financial security and provide
for their health and social care. Moreover, the sheer number of people entering
older age groups in the world’s most populated countries, such as India and China,
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is daunting. India’s older population is forecast to increase nearly 280 percent
from its current level of 60 million today to 227 million by 2050, and China’s
older population will increase from 110 million today to 330 million by 2050
(WHO and National Institute on Aging 2011).

What future societies will regard as distinct about the ageing of societies during
the 20th and 21st centuries is the rapid pace at which it is occurring. In the US,
the percentage of people aged 65 and over increased from 4 percent in 1900 to
12 percent in 2000 and it is projected to reach 20 percent in 2050. Rapidly ageing
societies raise unprecedented ethical challenges for healthcare systems globally.
One challenge is the increasing demand for and cost of healthcare. People 65 and
over consume, on average, a far greater share of healthcare resources than those
under the age of 65. The average healthcare expense for elderly people is $11,089
per year, compared to $3,352 per year for those ages 19 to 64 (US Department
of Health and Human Services, Agency for Healthcare Research 2006). Growing
demand for healthcare raises the question of what constitutes a just distribution of
healthcare between younger and older age groups.

Societal ageing also creates ethical challenges for healthcare systems, because
older individuals experience a far greater incidence of chronic, disabling condi-
tions than younger persons do. Defined as a health problem that persists over time
and requires some degree of health management (Whelan 2002), ‘chronic disease’
includes conditions such as diabetes; cancers; cardiovascular disease; depression;
asthma; and respiratory diseases, such as chronic obstructive pulmonary dis-
ease. The shift to chronic health problems presents challenges for health systems
around the world, because these systems were developed primarily to treat acute
conditions, rather than the kind of chronic problems facing the elderly. In contrast
to acute health conditions, chronic health problems cannot be fixed and become
worse over time. One challenge will be to develop healthcare infrastructures to
serve the growing population of chronically ill elderly people. Whereas acute
problems are generally managed in hospitals, chronic conditions are typically
managed in outpatient settings, such as nursing homes, assisted living facilities,
and group homes, or by home healthcare aids in the patient’s or caregiver’s resi-
dence. A related challenge is to determine the scope and limits of society’s ethical
obligation to support elderly individuals who require assistance with activities of
daily living due to declines in cognitive or physical functioning. To what extent
does this obligation rest with society as a whole, and to what extent should it be
considered a private responsibility — for example, the responsibility of individuals
and families (see ter Meulen in this volume)?

Meeting the challenges of ageing societies requires rethinking and retooling the
methods and principles of ethical and bioethical analyses. The daily work of car-
ing for the chronically ill, which has been compared to the “tedious, grinding labor
of Sisyphus” (Jennings, Callahan, and Caplan 1988), tends to lack the excitement
that characterizes acute care medicine. People caring for chronically ill patients
are less likely to face life-or-death decisions and more likely to encounter ethical
decisions related to mundane activities of daily living, such as toileting, trans-
fer, and feeding. Although everyday ethics may appear at first glance to be less
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ethically significant, the cumulative impact of such decisions can be life altering
for caregivers and care recipients alike. Thus, over time, chronic disease has large
impacts on quality of life for patients and caregivers.

Although the dominant trend in Western bioethics is to emphasize the value of
respect for patient autonomy, this value may become less relevant as the popu-
lation becomes increasingly geriatric, increasingly dependent, and increasingly
vulnerable to physical decline and cognitive disabilities. ‘Autonomy’ is the ability
to govern oneself, to choose the principles and goals that one lives by. Autonomy
presupposes that a person possesses the intellectual capacity to assess and choose
her own values and goals. Yet, as people age, their ability to function autono-
mously tends to decline. For example, with increasing age, risk of dementias,
such as Alzheimer’s, increases. Whereas prevalence of dementia is very low at
younger ages, it nearly doubles with every five years of age after age 65 (National
Institute on Aging and World Health Organization 2011). According to one recent
study by the Organization for Economic Cooperation and Development, demen-
tia affects fewer than 3 percent of those aged 65 to 69, but almost 30 percent of
those aged 85 to 89 (Oxley 2009). Although early-stage dementia may interfere
only mildly with cognitive tasks, its final stages cause loss of memory, reasoning,
speech, and other cognitive functions. Due to the relatively high prevalence of
dementia, the oldest old are frequently unable to live autonomously or to under-
stand and consent on their own behalf to medical treatment.

In ageing societies, ideals such as human dignity and self-respect, which are
intimately linked to human relationship and community, may assume greater sig-
nificance than autonomy. By ‘human dignity,” I follow the Kantian tradition and
refer specifically to that which has value in itself, rather than having value merely
in relation to some outside end or to an observer’s judgments. Although not all
elderly people possess decision-making capacity and autonomy, all possess human
dignity that merits respect. ‘Respect’ comes from the Latin respicere, which means
‘to look back at’ or ‘to look again.” Common to the various definitions of respect
is a perceptual element in which “the person who respects something pays atten-
tion to it and perceives it differently from someone who does not and responds
to it in light of that perception” (Dillon 2016). In this sense, if I respect someone,
I pay heed or give proper attention to them; I try to “see the object clearly, as it
really is in its own right” (Dillon 2016) rather than seeing it solely through the
filter of my own desires and fears or likes and dislikes. Whereas respect applies
to all human beings, autonomy applies more narrowly to those human beings who
possess certain cognitive abilities necessary for self-government.

A capabilities approach to justice

The idea of respect for persons is closely related to justice, for justice concerns
most fundamentally the respect owed each of us. Western philosophy and bio-
ethics tend to conceive of justice principles in terms of autonomy, as the out-
come of a suitably defined rational choice. According to this approach, duties of
justice consist of those duties we would agree to impose on ourselves or would
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hypothetically choose if we were deliberating under suitably defined conditions.
Thus, Daniels argues that the way to think about age-group justice is to frame this
problem in terms of a first-person prudential choice. We are to ask ourselves what
distribution of resources we would choose for ourselves and how we would prefer
to allocate healthcare across our own lifespan (Daniels 1988, 2001, 2008).

The capabilities approach, by contrast, begins not with individual choice of
justice principles but with the more basic idea of respect for persons. Respect is
object-generated, rather than subject-generated (Dillon 2016). In other words, it
is elicited by the object of our respect, rather than by our own will or decision.
Darwall (1977) distinguishes between appraisal and recognition respect, and it is
the latter form of respect that the capabilities view draws on. Recognition respect
refers to “the disposition to give appropriate weight or consideration in one’s
practical deliberations to some fact about the object and to regulate one’s con-
duct by constraints derived from that fact” (Dillon 2016). By contrast, appraisal
respect is based on our own favorable estimation of a person’s merits and char-
acter. When we respect someone because we judge that they are honest, we are
showing appraisal respect. However, if we respect an individual because of that
individual’s inherent worth and dignity, we are recognizing qualities persons have
independent of our appraisal. Persons merit recognition respect not because we
choose to show it but because of the kinds of objects they are. As Kant observes,
persons have an absolute dignity and worth, in contrast to mere things, which are
instruments we may use to accomplish our own subjective ends. Respect, accord-
ing to Kant , is owed to persons as such, and it is not based on what persons hap-
pen to accomplish or achieve. Recognition respect expresses “deference, in the
most basic sense of yielding: self-absorption and egocentric concerns give way to
consideration of the object, one’s motives or feelings submit to the object’s real-
ity, one is disposed to act in obedience to the object’s demands” (Dillon 2016). To
summarize, we can say that the worth and dignity of persons (1) is extrinsic to and
independent of us, (2) constrains our actions, (3) is owed by everyone regardless
of their desires or preferences, and (4) is universally applicable in the sense that
“if F is a respect-warranting feature of object O, then respecting O on account of
F commits us, other things equal, to respecting other things that also have feature
F” (Dillon 2016).

Building on the idea of respect for human dignity, the capabilities view holds
that by virtue of possessing an inherent worth and dignity, persons deserve the
opportunity to choose to live a life of human dignity. This approach focuses not on
the resources people are given but on what people are able to do and be. The dual
importance of doing and being reflects the fact that we value both functioning and
capability. In other words, we value both actual outcomes (how people are actu-
ally functioning) and people’s capacity to choose various outcomes (what people
are capable of doing). According to this model, what matters is not that people’s
current preferences are satisfied but whether a range of options is open to people —
that is, whether they have the capability to do other things. For example, a woman
who is staying at home caring for a frail, elderly parent may be doing what she
wants to do, but the capabilities approach asks us to consider whether she has
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the ability to make a different choice. Does society afford her the opportunity
to work outside the home and find other ways of supporting her elderly parent?
What other opportunities would a just society support? To address this requires an
account of the basic capabilities required for human dignity.

Let us assume that all people possess an equal worth and dignity; then each
of us deserves an equal set of the basic capabilities required for human flour-
ishing (Nussbaum 2003). Yet notice that capability equality does not mean the
same thing as providing people with an equal share of resources, because having
resources does not necessarily mean that one is able to convert those resources
into capabilities and functioning. For example, someone who has health insurance
may not be able to convert that benefit into capabilities and functioning if they
do not know about the health services available in their community and how to
access them.

What are the capabilities central to living a human life, and what level of capa-
bility is sufficient to ensure human dignity? The following have been proposed as
among the central human capabilities:

(1) Life: being able to live to the end of a human life of normal length;

(2) Bodily health: being able to have good health, being adequately nourished,
being able to have adequate shelter;

(3) Bodily integrity: being able to move freely from place to place;

(4) Senses, imagination, thought: being able to imagine, think, reason, and use
the senses, and to do these things in a way informed and cultivated by an
adequate education;

(5) Emotions: being able to have attachments to things and persons outside one-
self, including being able to love those who love and care for one;

(6) Practical reason: being able to form a conception of the good and to engage
in critical reflection about the planning of one’s life;

(7) Affiliation: being able to live for and in relation to others, to recognize and
show concern for other human beings, to engage in various forms of social
interaction;

(8) Other species: being able to live with concern for and in relation to animals
and the world of nature;

(9) Play: being able to laugh, to play, to enjoy recreational activities;

(10) Control over one's environment: having control over one’s political and mate-
rial environment, such as having the rights of free speech and freedom of
association, and being able to hold property; having the right to seek employ-
ment on an equal basis with others.

(Nussbaum 2011, 33-34)

Once we have an account of the central capabilities, the next step is determining
how to structure basic social institutions to support them. According to the capa-
bilities view, a just society structures social institutions in a way that establishes
a sufficient level of well-being (functioning) and capability for human dignity.
The central human capabilities comprise a fundamental, pre-political entitlement
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based on an inalienable human dignity. As Nussbaum notes, “once we identify a
group of especially important functions in human life, we are then in a position
to ask what social and political institutions are doing about them” (1992, 214).
For example, are healthcare institutions providing citizens with what they need in
order to be capable of functioning in all of these human ways? Are citizens func-
tioning in a minimal way? According to the capabilities approach, justice requires
society to ensure that all of its members are equipped with a minimum threshold
level of these central human capabilities.

Yet, one might ask why we should accept these capabilities as the important
functions in human life. After all, we might come up with a different list or allow
the list to vary from one society to the next. Perhaps we should, as Sen (2009) sug-
gests, let each society decide for itself which capabilities are central. To address this,
the capabilities account must provide an answer to the question of where the capa-
bilities come from. One answer holds that the central capabilities are grounded in
‘essentialism,” or the view that human life has certain central defining features. One
version of essentialism (Nussbaum 1992) begins with a ‘thick vague theory of the
good.’ The theory of good is ‘thick’ because it proposes that certain specific functions
and ends are most important or essential for human beings; but at the same time it is
‘vague’ because it admits of multiple specifications in accordance with local morals
and personal conceptions of the good. This form of essentialism is internalist, rather
than metaphysical, because it does not purport to derive from any source external
to human beings and human history (Nussbaum 1992, 215). Internalist essentialism
starts with the observation that we can identify which individuals and groups are
human in different times and places and across diverse cultures. Such recognitions
point to a shared understanding of the essential features of a human form of life,
the features that make a life human wherever and whenever we find it. The Kantian
notion of human dignity noted on page 133 does not include a shared understanding
of the central features of a human form of life. For this, capability theorists draw on
other philosophers, such as Aristotle. Aristotle derives morality from his account of
human flourishing (the good life) and from closely related ideas of the function and
ends of a human being. Working in this tradition, Nussbaum offers an account of the
central human capabilities as including the following:

(1) Mortality: All human beings face death, know that they face it, and have an
aversion to death.

(2) The human body: All human beings live their entire lives in bodies of a cer-
tain sort, with physical needs, desires, and vulnerabilities.

(3) Pleasure and pain: The capacity for pleasure and pain is common to all
human life.

(4) Cognitive capability: All human beings have the ability to perceive, imagine,
and think; a group of individuals who totally lacked sensory perception or
thinking capacity would not be one we identified as human.

(5) Early infant development: All human beings begin helpless, hungry, and
dependent on others; this early experience, which varies with different social
arrangements, shapes the formation of future desires and complex emotions.



How to think about age-group justice 137

(6) Practical reason: All human beings try to plan and manage their own lives
and a being that altogether lacks this ability would probably not be consid-
ered fully human.

(7) Affiliation with other human beings: All humans need to be recognized and
felt by other human beings; we regard a life not lived in affiliation with oth-
ers to be a life not worth living.

(8) Relatedness to other species and to nature: All human beings are dependent
on other living things, such as plants and animals, and we regard the natural
order with some measure of respect and concern.

(9) Humor and play: All human beings use forms of recreation and laughter as
a mode of mutual recognition in the sense that if a child is never able to play
or laugh, we consider this a deep disturbance and question whether the child
is capable of leading a fully human life.

(10) Separateness: Each and every human being, despite living in affiliation with
others, is one in number and proceeds on an individual path from birth to
death.

(Nussbaum 1992, 216-220)

These universal human features represent one possible source of the central capa-
bilities. To illustrate, we can consider the fact that humans everywhere live in
bodies of a certain sort, with physical needs, desires, and vulnerabilities; because
of this, bodily health is a central human capability. Likewise, human beings per-
ceive, imagine, and think; as a result, one of our central capabilities is being able
to imagine, to think, to reason, and to use the senses and do these things in a way
informed and cultivated by an adequate education. In this way, the capabilities are
grounded on an essentialist account of the human being.

If we accept the central capabilities, the next step is to determine how to struc-
ture social and political institutions to support them. The goal is not to identify
the lowest possible threshold, beneath which a life will be so impoverished that
it will not be human at all, but a somewhat higher threshold, beneath which those
characteristic functions are available in such a reduced way that although it is a
human life, it is not a good human life. Taken together, the basic capabilities, such
as life, health, affiliation, practical reason, and control over one’s environment,
tell us what social and political institutions are required to do to enable human
beings to function well. The capabilities approach is practical and Aristotelian
in the sense that it focuses on the proper function (ergon) of a thing. Just as an
eye is a ‘good eye’ only when it can perform its function of seeing, Aristotelian
ethics holds that there is a function specific to humans and that a human being
can be said to be ‘functioning well’ when it can perform that function. According
to the capabilities view, since a life that lacked any one of the basic capabilities
would not be a life we recognized as human, “it would be reasonable to take these
things as a focus for concern, in asking how public policy can promote the good
of human beings” (Nussbaum 1992, 222). Moreover, since each item on the list of
functional capabilities is vital to human functioning, we must proceed with cau-
tion when considering trade-offs among the various capabilities. To be acceptable,
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a trade-off cannot result in people falling below a minimal threshold with respect
to any of the central capabilities.

What is the minimum level of capabilities and functioning? Answering this
question requires moving beyond the anthropologically-based description of
human capabilities to offer a normative account of justice and of what people
deserve or are entitled to receive. As already suggested, a just society will estab-
lish a sufficient level of well-being (functioning) and capability (capacity to
choose functionings) for human dignity. This approach draws on the idea of rec-
ognition respect described on page 134. It also draws on the idea of respect for
human dignity associated with philosophers such as Kant. Kant places respect for
persons, including oneself, at the front and center of his moral theory, although
he was not the first to do so. Classic Roman thinkers such as Cicero identified
dignitas to refer to the dignity of human beings as such, independent of any
particular status or role (McCrudden 2008). During the Middle Ages, human
beings were thought to have dignity by virtue of being made in the image of
God. Enlightenment thinkers insisted on a broader conception of human dignity,
independent of God and other outside sources. Thus, Kant held that people are
ends in themselves and merit respect regardless of external factors, such as how
we are inclined to treat them. For Kant, the dignity and worth of individuals is
absolute, not relative.

Drawing on this family of ideas, the capabilities approach includes a suffi-
ciency requirement, which demands that everyone be brought up to the minimum
level required to show respect for human dignity. While other approaches to jus-
tice share an emphasis on sufficiency (Powers and Faden 2006), the capabilities
view is unique in applying this principle not only to outcomes, such as well-being,
but also to the more complex concept of capability. According to the capabilities
framework, the aspiration of justice is not simply that people in fact achieve a
certain level of functioning or well-being, but rather that people achieve some
threshold level of choice and capacity. On this analysis, when thinking about lim-
its in any particular situation, such as healthcare services, we have a reasoned
basis for limiting justice obligations: We can ask ourselves whether doing less still
succeeds in bringing everyone up to the floor of human dignity that individuals
deserve.

The account we are considering thus combines an Aristotelian capabilities
approach with a Kantian notion of dignity and human rights. The Aristotelian
element sets out the basic capabilities and functioning unique to human beings.
The Kantian element introduces a normative component that identifies the mini-
mum level of functioning or well-being that society is required to ensure in order
to demonstrate the proper respect for human dignity. The complicated relation
between these quite heterogeneous theoretical frameworks deserves more exten-
sive consideration than I can provide here. For the purposes of this chapter, we
will set aside many unanswered questions so that we may apply the framework we
are delineating to the task at hand — namely, allocating scarce healthcare resources
in ageing societies.
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Ethical and social implications

How might the capabilities account of justice help us think about the kinds of
ethical problems that arise for healthcare systems in a rapidly ageing society?
One place to start is with the question “Which kinds of resources are subject to
justice requirements according to the capabilities view?” Addressing this ques-
tion requires looking at the effects that various resources have on the basic capa-
bilities outlined on page 135. Healthcare in general will be one of the goods
that are distributed by justice, because it is a central means for the exercise and
realization of people’s basic capabilities. The two most relevant capabilities in
this regard are life and bodily health. Bodily health not only supports life but
also contains value in itself since it implies the absence of the suffering associ-
ated with physical disease or injury. Bodily health, or a certain degree of bodily
health, is also associated with other capabilities, such as physical and intellectual
activity, which can be eroded when a person experiences illness or injury. We
can say that health, along with life, constitutes a basic foundational necessity
for individual and social flourishing. These capabilities exert moral and political
claims upon us to provide the means for their actualization. This does not entail
that it is a society’s responsibility to maximize individual or social flourishing;
instead, societies should “equip individuals with the opportunity to avail them-
selves of the tools, with which they are already naturally endowed but may be
hampered through disease or disabling injury, to be able to choose for themselves
which fulfilling activities they will engage in for their own and others’ benefit”
(Eberl, Kinney, and Williams 2011, 551). Equipping individuals with the ability
to choose requires doing somewhat more than the minimum necessary to sustain
a human form of life. It calls upon society to bring individuals up to a level where
a good life becomes possible.

If we assume that all people possess an equal worth and dignity, each of us
deserves an equal set of the basic capabilities required for human flourishing. Yet,
notice that capability equality does not mean the same thing as giving everyone
equal access to a basic level of healthcare resources. As noted already, people
possess varying abilities to convert resources into functioning. For example, as
noted above, older individuals experience relatively higher rates of chronic illness
and disability than other age groups; thus, it may take more resources for them
to achieve the same level of basic functioning. For example, an older, or more
disabled, or more seriously ill person may need more income (for assistance, for
prosthetics, for treatment) to achieve the same functionings as younger or non-
handicapped individuals (Sen 2009). Generally speaking, a fair share of resources
for chronically ill and disabled people will require a larger share of resources,
because medical conditions and associated treatments are ongoing. A system that
looks only at lifetime costs of care or only at the goal of equality in the distribu-
tion of resources might miss the unique features of caring for the chronically
disabled. The capabilities approach outlined here drills down to the core capabili-
ties people possess, rather than looking merely at what resources people have at
their disposal. It requires society to ensure that everyone is brought up to a level
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of capability required by human dignity, which is distinct from the requirement to
ensure that everyone has a minimum floor of resources at their disposal.

In addition to health status, many other factors influence people’s ability to
convert resources into real functioning and capability. Social determinants play
an integral role. For instance, an elderly person living in poverty may be unable
to afford her share of costly medications, even when health insurance covers
a portion of the cost. Likewise, an elderly person who cannot drive and who
lacks access to public transportation may be unable to participate in rehabilita-
tion services provided outside the home, even when such services are available
in her community. A capabilities approach offers us a broader view of justice
in the sense that it takes into account myriad factors that influence health, not
just the specific resources associated with the provision of healthcare services
(Jecker 2008).

Rising healthcare costs

Older individuals consume on average a greater share of healthcare resources. At
a population level, there is some debate in the literature as to exactly what impact
this will have on the health economy and overall healthcare costs. Two competing
views are the medicalization thesis and the compression thesis (Schmidt 2012).

The medicalization thesis: Increasingly longer life expectancies will in fact
lead to higher levels of morbidity, care needs, and health-related costs.

The compression thesis: Increasingly longer life expectancies will not in fact
lead to higher levels of morbidity, care needs, and health-related costs.
Instead, the period in which care is needed will be condensed over a rela-
tively shorter period of time than it previously was.

Although this debate is empirical in nature, important normative questions
about distributive justice are inextricably tied to it. Thus, pressure to limit costs
and ration care will be greater or lesser, depending on which of these empirical
predictions is borne out.

The compression thesis imagines a future in which medical research brings
real progress in preventing, curing, and treating the symptoms of chronic condi-
tions more prevalent in old age, such as Alzheimer’s disease, cancer, stroke, and
cardiovascular disease. Should this occur, the compression thesis will be vali-
dated. However, at least for the foreseeable future — that is, until such progress
occurs — the reality is that as societies age, the cost of healthcare rises. The rising
cost of healthcare currently associated with population ageing raises the question
of what limits we can ethically impose. How much of society’s resources should
be devoted to old age? Are we ever justified in limiting healthcare based on age?
What is a just distribution of healthcare among age groups? One response to such
questions is to propose that healthcare should be rationed on the basis of old
age. Bioethicists such as Daniel Callahan (1987, 2012), Norman Daniels (1985,
1988), Richard Lamm (1987), and Samuel Preston (1984) support old age-based
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rationing of healthcare. Callahan, for example, proposes rationing publicly funded
life-extending care based on old age. Such a proposal might be implemented once
society comes to accept the idea that “government has a duty, based on our collec-
tive social obligation, to help people live out a natural life span, but not actively
to help extend life beyond that point” (Callahan 1987, 137). Both Lamm and
Preston favor directing fewer resources to older age groups and more to younger
persons as a necessary condition of meeting duties to younger and future genera-
tions. They maintain that unless society limits healthcare expenditures for the old,
it will eventually impoverish health services and other social goods for the young.
In addition to rationing, Lamm and others have argued that the elderly have a
positive duty to die so that resources may be invested elsewhere for the benefit
of younger age groups (Jecker 2014a). Finally, Daniels urges one to think about
justice between the young and old from a first-person point of view. According
to him, when we succeed in viewing our lives as a whole, rather than from a
particular point in time, it will sometimes be prudent for us to prefer a healthcare
plan that distributes fewer services to us in old age in exchange for more services
earlier in life.

Yet, when it comes to actually implementing such proposals, the social and
political mandate to do so has been lacking. Thus, resistance to age-based limits
on healthcare can be found among international groups, such as the European
Union (2007, Article 21); the World Health Organization (2002); and the United
Nations (1948, Preamble). In the scholarly literature, critics of age-based ration-
ing object, for example, to the implications of age-based rationing for women
(Jecker 1991); to the violation that age-based rationing implies of the moral
thrust of both Judaism and Christianity (Post 1991); and to the message that
age-based rationing conveys about the meaning and worth of the lives of aged
persons (Jecker 2014a; Murray 1991). Finally, critics cast doubt on the predic-
tion that age-based rationing would yield large financial savings in healthcare
expenditures. They point out that the amount of money that would be saved by
old age-based rationing would be negligible if these dollars were simply spent
elsewhere in the healthcare system.

What light can a capabilities approach shed on this debate? Are we ever justi-
fied in age-based rationing of healthcare according to this approach? We can begin
by noting that the capabilities view rejects any form of rationing that results in
anyone, young or old, falling below the minimal threshold of capability and func-
tioning. However, maintaining everyone at a threshold level of the first capability,
life, does not necessarily require society to pay for life-extending care regardless
of age; it requires ensuring that everyone can reach the end of a human life of
normal length. It might be consistent with the sufficiency requirement set by the
capabilities approach to impose age-based limits on publicly funded healthcare,
such as kidney transplantation, which is currently funded in the United States
without age restriction. From a practical standpoint, the notion of a ‘normal’
length of human life is a changing, rather than a fixed, idea. This implies that
the actual age or age range for limiting publicly funded life-extended care must
remain open to revision.
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The shift to chronic disease

As noted on page 132, in addition to increasing healthcare costs, societal ageing
will increase the number of disabled persons and the need for long-term care,
including adult day care, in-home services, and care in resident facilities, conva-
lescent homes, and intermediate and skilled nursing facilities. What are the justice
concerns related to caring for patients with chronic disease? And who should pay
for and provide this care? For example, if an elderly person requires assistance
with activities of daily living due to declines in cognitive or physical function-
ing, what is society’s obligation to support such services? Compared with acute
interventions, such as a hospital stay, the support services required to assist people
with activities of daily living are much less costly. Yet, is there a social obligation
to provide or pay for such services? According to the capabilities view, long-term
care is a social obligation if it is required in order to bring people up to the basic
capabilities level that is required for human dignity. The basic capabilities at stake
include not only bodily health and life, which we have already discussed, but also
bodily integrity, which includes the ability to move freely from place to place. So,
for example, ensuring that the disabled elderly have assistance with transfer from
bed to wheelchair is a requirement of justice, because this activity is integral to the
central capabilities. When people lose the ability to live independently, society is
required to ensure access to basic caregiving services necessary to prevent falling
below a threshold level needed for human dignity.

But what are the limits of society’s obligation in this area? Although the cost
of individual services may be minimal, the growing population of older adults
means that these costs will quickly add up and cumulatively strain healthcare and
social-support systems globally. Are societies justified in limiting publicly funded
basic caregiving on the basis of age? For example, once individuals live beyond a
normal lifespan, may society ethically shift the cost of basic caregiving to private
individuals and families? According to the capabilities view that I have set out,
there is no justification for age-based limits on basic caregiving. Instead, societies
ethically must ensure that healthcare and social arrangements are structured in
such a way that the dependent elderly have access to caregiving services neces-
sary for the threshold level of functioning and capability required for human dig-
nity. This point contrasts with the conclusion reached on page 141, which allows
for the possibility of limiting publicly funded life-extending services beyond a
certain age. Unlike life-extending services, caregiving emphasizes quality of life,
and it attempts to guarantee that people can live out their final days in an environ-
ment that recognizes their dignity and worth as persons.

Egalitarianism

The central line of argument suggested by the approach I am delineating is egali-
tarian. The capabilities view as I interpret it underscores the importance of equal-
ity in our basic functioning capabilities. It sets for everyone the goal of attaining
an adequate level of human capabilities to the extent possible. According to this
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view, what matters is not that everyone has an equal amount of resources; instead,
what matters is people’s ability to convert resources into capabilities and function-
ing. The capabilities view emphasizes the question of whether people can effec-
tively achieve what they want to achieve and be what they want to be. Although
not all capability theorists set the goal of attaining capability equality, the inter-
pretation of the capabilities approach I am proposing does (Jecker 2014b). My
account seeks to establish a set of basic capabilities required for human flourish-
ing and it argues for equality with respect to these basic capabilities. Expressed
differently, each and every person should be sustained in each of his or her basic
capabilities at a threshold level.

Although the capabilities framework represents an egalitarian approach, it
applies requirements of equality only to the basic floor of a healthcare system.
Thus, it is consistent with the capabilities view to allow a two-tier system that
tolerates inequalities beyond the basic level of healthcare. Whereas everyone is
treated equal in the sense of being brought up to a certain floor, those who can
afford it may purchase private insurance and obtain better or more extensive care.
Allowing inequalities beyond the basic level is consistent with the requirement of
equal respect for persons. It is consistent with showing equal respect for human
dignity to allow some, but not others, to (for example) purchase expensive cos-
metic procedures. However, it would not meet the requirements of equal respect
for persons to allow some, but not others, to have access to childhood vaccines or
emergency medical care (Gutmann 1983).

Conclusion: advantages of a capabilities approach

Throughout this chapter, I have argued that a capabilities approach is particu-
larly well-suited for thinking about ageing populations. In contrast to dominant
approaches to justice that emphasize autonomy and rational choice, the philo-
sophical starting point of the capabilities approach is to ask what supports people’s
basic functionings and capabilities at a level sufficient to maintain human dignity.
Rather than asking whether or not individuals rationally agree to accept certain
distributive principles, the capabilities view asks what is required for individuals
to be capable of functioning well. This starting point carries distinct advantages.
First, it allows us to give an account of what we owe to persons who cannot
rationally deliberate. Since elderly individuals are more likely than members of
other age groups to experience cognitive impairments that interfere with deci-
sional capacity, this represents an important advantage. The capabilities approach
can do for us what autonomy-based approaches to justice cannot — namely, justify
a set of basic entitlements for everyone. It does not create outliers of those who
lack cognitive capacities. Instead, it recognizes the equal worth and dignity of all
human beings (Jecker 2013).

Second, a capabilities approach makes evident that bringing everyone up to
a threshold level of the central capabilities is not simply a matter of providing
everyone access to basic resources. Since individuals possess varying abilities to
convert resources into functioning and capabilities, those with less ability may
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require a greater share of resources. Elderly people experience higher rates of
chronic illness and disability; as a result, they may require more resources, such
as income, to achieve the same functioning and capabilities as younger people.
A justice approach that looks only at the goal of equality in the distribution of
resources may miss this important point (Sen 2009).

Finally, the capabilities view offers a more robust account of justice by grounding
justice principles on important facts about human beings. By contrast, autonomy-
based views seek to eliminate all sources of morality that are outside human will
and agency. As a result, autonomy-based approaches tend to offer procedural, not
substantive, analyses of justice. Thus, Kant offers a test for moral principles without
actually generating any moral principles. The capabilities view has the advantage
of offering more. It identifies the source of dignity to be species membership. The
functioning that is characteristic for a species is what establishes the central capabil-
ities and associated obligations for each species member (Jecker 2013). By contrast,
autonomy-based accounts tend to see species membership as morally irrelevant and
focus instead on rational agency as being our most salient feature. Yet, focusing on
rationality alone leaves out many of the central functionings and capabilities that
merit recognition and respect.

In conclusion, the capabilities approach rejects the idea that justice principles
are the outcome of a suitably defined rational choice. Instead, it proposes an
Aristotelian-style analysis to identify the central functionings and capabilities of
human beings, making this the source of justice principles. Drawing on the Kan-
tian notion of recognition respect, owed to human beings by virtue of the kind of
beings they are, the capabilities view requires supporting people at a level of func-
tioning and capability required for human dignity. In practical terms, respecting
elderly persons may be at variance with what we want to do or how society prefers
to invest its resources. Yet, such respect is morally required. Doing less violates
the minimal obligations we owe the elderly. Even if we live in a youth-focused
culture, one that emphasizes activity and independence, we have an obligation
to behave in ways that show dependent elderly persons the respect they deserve.

Note

1 Acknowledgments: The sections on age-based rationing and long-term care are a con-
densed version of my more detailed analysis provided in “Justice between Age Groups:
An Objection to the Prudential Lifespan Approach” (Jecker 2013).
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10 Final decisions for the final crisis

Hopes and hypes regarding the
advance directive in Germany

Kai Brauer

After recent legislation on advance healthcare directives (in short: advance direc-
tives (AD)) in Germany, it has become possible to make legally binding decisions
regarding one’s end of life before actually being affected by the ‘final crisis’ to
which such a decision normally refers. It was hoped that problematic treatment
situations in hospitals could be prevented that way. However, it has often been
remarked that each AD constitutes a paradox: The way a terminal crisis plays out,
as well as its actual influence on the patient, cannot be grasped without having
experienced such crisis. Thus, on one hand, a written expression of will cannot be
ignored once a problematic treatment situation at the end of the life has occurred.
On the other hand, however, there are doubts on whether a written AD is really
necessary or helpful, redundant because of other rules and institutions, or even
superfluous. This may be one of the ethical problems becoming more relevant due
to the development of modern medicine (Schweda and Schicktanz 2012). Yet, not
only experts or professionals have to deal with these questions. On the contrary,
everybody has to find their own solution. Which conditions and ideas confront
those who are currently preparing themselves for a ‘final crisis’ by drafting an AD?

This chapter explores the views of those who are interested in the possibility of
an AD. Sociologically, this is interesting from the perspective of individualization
theory, life-course theory, and biographical research (Beck 1986; Kohli 1985). The
process of preparing an AD functions as an attempt to increase personal auton-
omy and self-determined decision-making regarding a phase in a person’s life that
would not permit communicating actual decisions and desires. In this sense, ADs
are another symptom of the fundamental social processes of individualization and
institutionalization of personal biographies. Beyond that, the legal system itself has
long called for a regulation of the matter. The new law has not only reinforced the
rights of patients at the end of life. It has also furthered critical discussion regard-
ing patients’ rights in general. Against this backdrop, this chapter presents findings
from a qualitative study on dealing with ADs in Germany and identifies four distinct
types of action emerging in the context of planning for end-of-life decisions.

Hype: the making of the AD

The legal regulation of ADs in Germany was a comparatively speedy and at the
same time intensively discussed process (Hahn 2009). After controversial debates
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in the German parliament (Bundestag), fueled by a statement of the Association of
German Jurists (Deutscher Juristentag) in 2006 about the legalization of assisted
suicide and driven by accordant reactions from the churches, the Third Law on the
Rights of Terminally Ill Persons finally passed in September 2009, converting the
AD into a legally recognized institution. Disregarding an AD in clinical practice
can now constitute a punishable assault. Hence, the AD is of considerable signifi-
cance for medical personnel treating a patient — assuming that a sufficient number
of patients already have a legally binding written will outlining their wishes for
final medical treatment and death. The law has provided a legal instrument for
laypersons, although it may still be new and unfamiliar to most of them.

The moral and legal principles underpinning the AD are by no means new. Sim-
ilar documents, such as so-called ‘patient wills,” had been in use in Germany long
before the recent discussion (Borasio, HeBler, and Wiesing 2009; Hahn 2009;
Kopetzki 2000). The implementation of the aforementioned law was meant to
provide legal certainty and to restrict assisted suicide. Indeed, the requirement
of informed consent to any medical treatment has become clearer with the legal
establishment of and the discussions on this principle. However, the consequence
is not only a strengthening of patients’ rights in a few borderline cases (Lauter
and Helmchen 2006; Stollberg 2008a). From a sociological perspective, com-
paratively complicated clinical constellations have been introduced to everyday
thought and practice. Thus, the new rules for end-of-life treatment become rel-
evant for individual biographies inasmuch as it is assumed to be self-evident that
everybody needs a personal AD with precise medical definitions.

However, while those involved in the legislative process were eager to provide
the possibility of an AD, the number of individuals making use of this possibility
remains well below the expectations. Although very few! Germans and Austri-
ans (who have had a similar legal development) have completed an AD, often
many think that everyone should apply this form of self-care. Thus, the question
of the relevance of the AD for the individual not only arises from a perceived
crisis, but is also propagated by the state, medical doctors, and other stakehold-
ers, so that it can hardly be avoided anymore. The way of thinking and planning
one’s own death thus receives a new institutional framing (Nassehi, Briiggen,
and Saake 2002). Most institutions have supported the introduction of ADs by
making relevant information available to both patients and staff. Consequently,
in the case of hospitalization, the existence of an AD will be checked, or the staff
will directly address the question (Nauck and Jaspers 2011). All procedures and
forms have been adjusted accordingly. Questions such as “Do you already have an
AD?” are printed right at the top of medical-history forms, sometimes even before
the fields for gender, age, and medical results. Since, theoretically, every person
may at some point need medical treatment, the logical conclusion seems to be
that everyone, regardless of their health status and age, should protect themselves
with an AD. Does this establish a new standard? A requirement for optimization,
a regulation to be taken care of in any event, even in absence of fear of suffering
and death? And why have not all citizens made use of this option, which is clearly
seen as desirable? What does the new legal institution mean in sociological terms?
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Hope and hype regarding the advance directive:
a sociological perspective

From a sociological perspective, the AD is first and foremost a written document.
As in a testament, it is intended to convey one’s will for posterity, is not publicly
announced, remains private, and should be read only by authorized personnel. It
does not refer to material inheritance but rather to one’s very physical existence.
The legal definitions that determine which medical interventions are desired and
which should be excluded when people find themselves in the role of the patient
and are not able to express their wishes is a matter of life and death. These are
areas that were previously entrusted to the will of God and subsequently to the
responsible professions (medical doctors). The fact that not everyone immediately
drafted an AD aggrieves the activists who fought for its implementation. They
warn that considerations about an AD are possibly made ‘too late’ because in a
situation of life-threatening disease and intensive care, there might not be enough
time for an appropriate decision. Therefore, the law should advise a timely draft-
ing, ideally just after reaching legal maturity (in Germany from the age of 18).

In fact, it is not surprising that only few have actually chosen the option of
drafting an AD so far. The issues involved hardly seem imperative in everyday
life. Of course, questions of chronic illness and death ought to be part of the
general [ife course (or, better, of the Life-World / ‘Lebenswelt’ in terms of Alfred
Schiitz) but not necessarily of everyday life. Without special information, specific
experience, and imagination, the possibility of writing an AD and the existence of
legal regulations for its implementation are irrelevant to people’s daily routines.
The AD becomes relevant in everyday life only when direct or indirect experience
of intensive care and life-threatening situations is recognized and interpreted in
terms of a possible threat. This is surely not a routine day-to-day situation or a
simple choice but the result of a crisis or the imagining of an existential crisis in
the future. Thus, when a need for appropriate information about ADs arises, it is
embedded in discourses of fear and notions of pain. The sociological analysis of
the interest in ADs cannot ignore these extraordinary circumstances.

Thus, spreading the word on ADs depends on how advertising and informa-
tion address the relevant stakeholders and their imaginations. Compared to other
forms of prospective self-protection (such as preventive anti-ageing practices or
life insurance), the technical details and monetary costs of the AD appear negli-
gible. Therefore, it could be expected that typical aspects of inequality (income,
education, gender) play only a minor role. In contrast, age distribution and the
frequency of chronic disease and anticipated proximity to death suggest that the
proportion of older people with corresponding requirements is higher. A review of
this hypothesis by means of quantifying methods would certainly be interesting.
But in view of the unclear latent structure and objective sense of the phenomenon
AD for everyday life and social contexts, it would be an undemanding sociologi-
cal exercise. Instead, what should actually be analyzed empirically is the impact
of the practical implementation of the AD law on the decision-making processes
of real people. What kind of meanings are constructed when individuals discuss
the possibility of a living will?



152 Kai Brauer

While the views of highly informed health and care clients will mostly mirror
the general scale of the educated bourgeoisie, the perception of laypersons who
live in rather precarious conditions or have little contact with medical and care
problems is particularly important. As Stollberg (2008b) pointed out, the ‘autono-
mous patient’ (in German: miindiger Patient) may be an intellectual fiction anyway.
Regarding questions about the meaning of the AD and their biopolitical dimension,
not only the well-informed intellectual upper class has to deal with existential deci-
sions. The focus of research should be directed on the ways the routinization of the
practice depends on specific conceptual worlds: How do practical arguments for
or against the AD influence individual subjective horizons (Husserl 1986; Schiitz
1971) and the structure of biographical decision-making processes? And how do
prospective perspectives of biographical planning (Kohli 1981, 1985, 1994) come
to include the self-determined shaping of the end of life? What forms of handling
these decisions are possible; which types can be distinguished?

Empirical research: discussions on advance directive

In a four-year project, group discussions and interviews with experts and lay-
persons were conducted.? The main data corpus for the analysis were 12 group
discussions performed in four German cities in 2011 and 2012. For the composi-
tion of the groups, we aimed at a balanced distribution of age (20-85 years) and
gender (48 females and 28 males). Decisive for participation was the respondents’
self-definition as ‘interested in ADs,’ regardless of the intensity of interest or the
amount of prior knowledge. People who found the topic irrelevant or repellent
were not included. Thus, the recruited participants were interested in ADs to a
certain extent.

A conversation about the topic was stimulated in order to elicit the correspond-
ing background experiences and life realities (Bohnsack 1997). After a general
description of the research topic, the participants were invited to present them-
selves and their interest in ADs. Thus, they had to make a connection between
their own biographical background and the topic, spontaneously formulating and
interrelating contributions without precise instructions or guidance from the facil-
itators. This way, the scope of detail and frame of relevance remained as open
as possible (Schiitz 1971). The participants could contribute stories, arguments,
or justifications, either seamlessly, dramatically sharpened, or neutrally reported;
they could abruptly change topic or close with questions. Of course, there were
manifold possible inter-subjectively comprehensible reference points (e.g., ‘dis-
ease,” ‘ageing,” ‘dying,” ‘medicine,” ‘work,” ‘compassion,’ ‘science,” ‘economy’).
This created a dynamic of presentation with its own inherent time and content
frames (“For how long do they want me to talk? How interesting am I or is my
self-presentation for the group and the researchers, and how does it connect me to
the topic in a logical way?”’) that could not be anticipated in advance. For analysis,
these introduction passages were of special interest.

The evaluation of the discussions took place in several stages. Through cod-
ing methods (following Glaser and Strauss 2009), an overview of the manifest
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statements, the selected contents, the thematic priority settings, and the utilized
metaphors was obtained. Furthermore, according to the documentary method
(Bohnsack 2007), an overview of specific discursive dynamics and courses of
argumentation was attained. The analysis of text passages from the transcripts
usually started with the sequential analysis of the biographical entry sequences
(Pilz 2007; Wernet 2006), which allowed the adequate exploration of the afore-
mentioned question forms. The steps of the interpretation will not be described
here in detail. The process of defining different types (reconstruction) started from
one case and was pursued through the maximum contrast method of theoretical
sampling and an overview of all cases.

Types between hope and hype

Which types of dealing with the AD can be distinguished? Although most of the
participants in the discussions did not actually have an AD, all of them were inter-
ested in the topic. Fear of physical suffering at the end of life was a strong motive
for all of them. The question is in what ways the AD is believed to guarantee
self-determination and to prevent the final medical treatment of a ‘worst-case
scenario’ from culminating in a ‘total meltdown.’

(a) Hype-type ‘radical fiction’: great feelings
and crude imagination

According to the first type, such a meltdown would indeed be inevitable unless
the medical professionals were given the order to terminate treatment at some
point. The core slogan for this type expresses rather strong emotions: “Because
of the AD, I feel really terrific!” From the ‘radical fiction’ perspective, the goal
of writing an AD is simply to fend off suffering at the end of life. At the same
time, the practice of writing and drafting the AD is already considered sufficient
in order to secure a self-determined death. Hence, the demand for further, more
detailed information is rather low. Descriptions of the situation in which the AD
should apply remain vague and uncertain. One’s own existence at the end of life
is imagined as a body that is being taken care of by others. This appears as an
unacceptable (or unworthy) situation. Chances of recovery are ignored. Also, the
possibility that in a final agony, one would actually prefer a life of dependence to
death is not considered or discussed.

From the ‘radical’ point of view, the central goal of an AD is the recovery of
one’s own future integrity for the here and now. One’s own death is seen not
as a paradoxical fate but as the consistent conclusion and radical solution of an
imagined problem (inevitable suffering in intensive care). Thus, the AD creates
an additional stabilization of the self — especially for individuals in precarious
life situations. For this type, the writing of an AD already guarantees autonomy
and self-confidence, which would otherwise be difficult to achieve. These con-
siderations do not necessarily have to lead to the actual composition of an AD.
The thought alone can spark feelings of extreme elation. By radical rejection of
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medical science and technology, at least the competence of the doctors can be
contained. Their decisions appear as representative of all societal authorities,
whose interventions in one’s own life are generally experienced as an imposition.

The radical effort of self-determination at the end of life indicates an imagi-
native horizon shaped through precarious social positions. Writing an AD also
allows the ‘radical type’ a subjective stabilization of his current social status.
A high degree of self-care, responsibility, planning competence, and provi-
sion can be demonstrated. In individualized societies, where social position is
accredited to the performance and track record of the individual, the possibil-
ity of a symbolic statement of self-determination (Soeffner 2010) is gratefully
accepted. Whether the desired degree of self-determination will actually have
the intended ‘effect’ later on cannot be controlled. The ‘radical fiction’ type
must rely on the efficacy of the document ‘my own AD.’ Thus, its effect is
symbolically charged.

Furthermore, the ‘radical’ type perceives disease per se as “‘unproductive’ —
and hence reprehensible. He adheres to the idea that the value of one’s own
life (and that of others) depends on personal performance. When a healing pro-
cess does not result in the recovery of productivity, thus only incurring medical
expenses, it is perceived as useless. From this perspective, needing care amounts
to ‘social parasitism’ — even if it is acknowledged that such situations can occur
through no fault of one’s own. Such radicalism is latently anti-humanistic and
at times even explicitly inhuman. Thus, some participants use expressions such
as “when you have to be fed, you’re like a living piece of meat” and even “off
to the gas chamber” when faced with the question of what one would do in the
case of coma and feeding tube. That talk about euthanasia here flows into Nazi
vocabulary is clearly a gross misstep and an exception to the rule, but structurally
no coincidence.

A decisive structural feature of the ‘radical type’ is the demonstrative dissocia-
tion from sickness and the sick, or rather those who are hesitant regarding the
preventive rejection of situations that threaten autonomy. It would be a trivial
misinterpretation to dismiss this as ‘uncertainty,” ‘low empathy,” or even ‘cogni-
tive weakness.” Much more important is that in a precarious economic and socio-
cultural context, imagining an AD becomes an attractive promise of security, so
that the previously described ‘radical fiction’ suggests itself as a form of practical
risk minimization.

Alternative ways of handling a situation of vulnerability are almost inconceiv-
able for the ‘radical’ type and are avoided during the group discussions. The
AD provides the ‘radical’ with a ‘smooth solution’ (Thielicke 1968), one that
eliminates any insecurity or ambivalence of dialectic approaches. An autono-
mous confrontation with questions of destiny is thus blocked, and humility
becomes superfluous. The radicalism of the type finally expresses itself through
the negation — or rather the drastic rejection — of any skepticism, which leads to
a strong feeling of elation with and through the AD. The exclusion of skepticism
and the achievement of a feeling of elation here and now with an AD are thus the
constitutive attributes of the type.
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(b) Hope-type ‘reflective skepticism’: wanting
to handle uncertainty

Who is able to oppose the strong suggestive power of a ‘smooth solution’? Accord-
ing to the theoretical sampling of Grounded Theory, types should be reconstructed
through maximal contrast. Therefore, we looked for constructions of meaning that
rather discourage definite decidedness, that cannot make someone drafting an AD
happy, interpretations that do not comply with the shortened and drastic fictions
of the state of the last treatment being the ‘maximum credible accident.’

In fact, such arguments can be assigned to certain cases that constitute a type
of their own. Skepticism (about the purpose and effectiveness of the AD) is
its central rationale and distinctive feature. The respective participants position
themselves against radical interpretations and solutions in the group discus-
sions. They are obviously missing the rigorous control fiction of the first type. A
feeling of elation toward the AD cannot be observed. In contrast, a reflected and
differentiated handling of risks is displayed and sometimes extended to other
areas of life. The fundamental uncertainty of the future is not denied, nor are
the sensitive issues of chronic disease and death — regardless of the possibility
of completing an AD. An explicit deliberation on ambivalent and incalculable
future situations and conditions is therefore not avoided but critically evaluated.

The possibility that sources of insecurity and risk can generate further dilem-
mas and open questions is taken into account. In contrast to the ‘radical’ type,
it is inconceivable for the ‘reflective’ type that an AD could actually transform
the doubt and helplessness regarding the hypothetical scenario of a ‘final” dis-
ease into a feeling of security. As this type acknowledges uncertainty, the new
possibilities offered by the AD stimulate reflections on one’s own way of life
and ethical considerations on the value of life in general. Thus, in this case, the
AD actually initiates and promotes the confrontation with death — just as it is
supposed to end this confrontation in the case of the first type. The opposition
between the types — the AD as a solution to a dramatic problem versus the prob-
lematizing of this solution — was evident in the group discussions and shaped
dominant lines of argument.

The ‘reflective’ type looks for solutions in the same place as the ‘radicals’
but has very different problems in and attitudes about life. The respective par-
ticipants are not completely opposed to the AD. However, even if they were
to write such a disposition, their skepticism would remain. The prospective
planning of the very last phase of life also provides stabilization in the here
and now, but it does so through reflection and deliberation, not by simply gen-
erating a feeling of relief and happiness. Typically, this type’s knowledge of
the reality of intensive care is more extensive. For proponents of this type, the
purpose of the AD is to promote the discussion of this reality rather than block-
ing it. Security is achieved through ever more knowledge, which leads to a par-
tial or temporary decision but not to final closure. Humility toward their own
(and others’) final crisis constitutes the condition for the skeptics’ ambivalent
approval or eventual rejection of the AD.
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(c) Hype-type ‘bureaucratic insurance’: regulated/
settled end of life

A third, intermediary way of dealing with the AD — without the radicalism of the
first, but also without the uncertainty of the second group — can be described as
the ‘bureaucratic insurance’ type. In the data material, this type, which is neither
skeptical nor radical, constitutes the largest group. The respective participants see
the AD as a simple but effective means of insurance. These ‘insured’ are simi-
lar to the ‘radicals’ in that they tend to show resistance to ambivalent thoughts
about disease, and they perceive the loss of autonomy per se as a misfortune
to be avoided. However, unlike the ‘radicals,” they do not cultivate fantasies of
euthanasia, nor do they achieve feelings of great elation by drafting an AD. In
order to stabilize their current position, they consider it sufficient to complete an
AD as neatly and correctly as possible, just like filling out an insurance form. For
this purpose, legal and medical knowledge is required, something the ‘insured’
have in common with the ‘skeptics.’ It is not enough to sign just any paper that
might help in some way. Instead, the AD is perceived as a bureaucratic document
that should be approached in a deliberate manner and designed in a practicable
way. The ‘insured’ also propose compiling a national registry (preferably on the
Internet) in order to make all ADs available to the police and emergency-care
services at all times. For the ‘radicals,’ this seems somewhat strange, as they find
it sufficient to disclose and discuss their AD with friends (or, as some comment
ironically, have it tattooed on their bodies). In contrast, the ‘bureaucratic’ type is
particularly interested in the practical feasibility of the AD as a legal instrument.
They feel reassured by having a solid and sophisticated document with an appro-
priate institutional or bureaucratic background. Therefore, this type explicitly
draws on media discourses about the legal optimization of the AD and ridicules
the situation of those without such a disposition (the ‘uninsured’). Again, a sense
of skepticism remains. However, in contrast to the ‘skeptical’ type, this skepticism
is concerned not with the general ambivalence of illness and care at the end of life
but with the bureaucratic implementation of the written will: “Is there someone
who knows about it or knows where it is kept?” For the ‘skeptics,’ the ‘bureau-
cratic’ arguments and details put forward in this context are ultimately irrelevant.
For the radicals, they are only of secondary importance.

In the group discussions, the ‘insured’ sometimes follow the views of the ‘radi-
cal fiction’ type and support them with their own examples. However, they do not
propagate ideologies of worthy and unworthy life to increase their own feeling
of elation. Instead, they underline the pressing need for improvement in order to
attain the efficacy of an absolutely safe AD. They also share some of the uncer-
tainties of the skeptics, but draw different conclusions, along the lines of ‘better
safe than sorry.” By completing an AD, the task of bureaucratic provision should
be taken care of once and for all. The ‘bureaucrats’ do not want their insurance to
be as open and undefined as the ‘reflective’ types prefer things to be. And while
the form itself hardly matters for the ‘radicals,’” the ‘insured’ continue to work on
their AD.
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(d) Anti-type ‘confident refusal’: irrelevant regulation

Theoretically, there should also be stakeholders who generally reject arguments in
favor of ADs and refuse the whole way of thinking. From a logical point of view,
they would have to be distinguished not only from the ‘radical’ and ‘bureaucratic’
forms of agreement, but also from the uncertainty of the skeptics. However, in the
group discussions, no such voices were heard, probably because people with a
dismissive attitude toward the discussions held within the scope of the project did
not feel compelled to participate. Therefore, it would be difficult to find empirical
evidence of such a type in the data material used here. Nevertheless, a prominent
opponent of the AD can be cited as representative of the ‘confident refusal’ type.
Physician and psychiatrist Klaus Ddrner, who became known in Germany in the
1970s because of his criticism of psychiatry (with slogans such as “Going insane
is human” and “Open the institutions”) and today actively criticizes the current
methods of caring for the elderly, notably said in a talk show:

I have nothing against advance directives. But if I completed something like
that, it would be at odds with the way I have lived my life so far. Up until
now, I haven’t taken out any insurance for the future and I have kept an open
attitude. And I actually intend to continue with this for the final life phase of
dying as well.?

Thus, this type is by no means ignorant of the possibility of drafting an AD, but
articulates a clear position against it. His confidence in the relevant institutions,
individuals, and roles in the final treatment is comparatively high. His imagina-
tiveness regarding dramatic situations in the sense of ‘worst-case scenarios’ at the
end of life is not necessarily less powerful than that of the ‘radicals.” However, the
decisive specificity is practical competence, a set of life skills that is unsettled nei-
ther by dramatic fiction nor by skepticism or bureaucratic trust in insurance. Deal-
ing with the knowledge of one’s own vulnerability leads to practical solutions
and concrete biographical plans (for Dorner, this could be the ‘autonomous care
groups’ he promotes). This requires a profound confrontation with dependence
and need for help, and it excludes attitudes of prospective resignation or simple
bureaucratic insurance. In dealing with the AD, this type, which can remain nei-
ther skeptical nor reflective, could be identified as ‘confident refusal.” For this
type, although a durable power of attorney for healthcare is a consideration, an
AD seems to be out of the question. This anti-type is less likely to reject the AD
on ideological grounds; it appears simply irrelevant to his life practice.

Future: hope or hype as expressions of imagination and trust

How will the AD change our society? Does it strengthen individual autonomy,
or does it create constraints that block alternative solutions for the end of life?
Both possibilities imply a simplified idea of life planning and biographical deci-
sions. They overlook the temporal dimension of prospection significant for all
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biographical planning. From within the here and now of everyday life, prospec-
tion refers to an envisaged future and to the relating of that future to one’s current
situation. Thereby, every decision that is written in advance has specific qualities.
Biographical decisions are directed toward a specific “tomorrow”; they refer to
“next year,” “when I’'m 65,” or “a few months after retiring” (Brauer 2008; Kohli
1981, 1994). By contrast, the AD comes into effect when “it begins”: when “the
final illness will have become unbearable.”

In practice, the AD tries to come to grips with what Alfred Schiitz (2003) calls
‘dealing with the future perfect.” This means that my actions are perceived in
terms of things ‘I will have achieved.” In planning, I seem to look back upon the
imagined results of my actions in the future perfect tense; I consider them “modo
futuri exacti” (Schiitz 2003, 94). This way, the imagined success is independent
of the actual outcomes of my future actions. This is what the term ‘prospectiv-
ity’ means: A meaningful plan of action directly affects my present self-image,
regardless of the possibility of measuring its future success. Of course, I could,
theoretically, at a later time, reflect in retrospect on how a past anticipation has
become reality. This is the ‘balance’ aspect of biographical foresight (Kohli 1994).
Only the results of completed actions — never those of still-ongoing activities —
can be evaluated objectively. Nevertheless, prospectivity, as a temporal structure
of life planning, must necessarily be based on the imagination of a desired state
in the future. Thus, for decisions made in the present, ideas about the future must
suffice in order to accomplish the ‘future perfect.” In a way, since the actual bio-
graphical payoff of the provisions made in the present can never be estimated by
the subject itself ex post (in the case of the AD, this would mean post mortem),
these provisions are quite easy to make. From a secular point of view, the risk
of being held accountable later on — or of experiencing the consequences of a
provision — is low when these ultimately lead to death. Thus, the authors of an AD
are able to make cool, ‘rational’ calculations (or ‘radical’ dispositions) because
the situation to be dealt with is a phase in life that lies beyond personal experience
(“after’ the ‘future perfect’).

The surprising simultaneity of imagination and trust in the AD can unfold only
because the relevant definitions refer to an indefinite date in a future located in the
‘afterlife’ of one’s own embodied experience. This is also typical of testamentary
dispositions. It is a typical prospective safety construction which in fact explicitly
presupposes the individual’s demise but at the same time unfolds an immense
effect on current everyday life and its experience. For the ‘radical fiction’ type,
the AD also offers an extremely practicable and obvious form of symbolizing
autonomy, which has an immediate prospective effect in the experience of pre-
carious everyday life. That it could also be possible to decide against one’s own
will to live is of little importance.

These analyses focused on the effects of the relatively new social institution of
the AD from the perspective of everyday practice. It was explored how the pos-
sibility of the AD shifts into our awareness; which biographical experiences and
perspectives are addressed; and which constructions of meaning are provoked in
everyday life. For this purpose, central media and legal arguments were recalled.
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This discussion, which is led both emotionally and politically, motivates individu-
als to think about the final treatment they want to receive. Thus, the biographical
foresight of a conceived catastrophic end-of-life situation became comprehen-
sible in group discussions. The political pressure to find a general rule for all
situations at the end of life — for every conceivable situation and constellation — is
mirrored in the arguments of everyday knowledge. For many, it seems absolutely
necessary to draft an AD as soon as possible — at least once the final treatment
situation is perceived as a permanent threat.

The easiest way to react to the pressure to decide about the AD is by denying or
suppressing any ambivalence. This inevitably leads to ‘radical’ or ‘bureaucratic’
solutions. Thus, the law on ADs may promote profound reflection and debate on
issues such as trust, dependence, the need for care, and death, but it can also foster
the belief in structural euthanasia, which entails a differentiation of worthy and
unworthy life and tends to lead to strict and simplified solutions. As the threat
to one’s own quality of life and will to live cannot be anticipated at the time of
drafting, a vivid imagining of suffering at the end of life is necessary in order to
justify the AD; illness and intensive care can become a ‘worst imaginable treat-
ment scenario,” an anticipated personal ‘maximum credible accident.” This is the
rationalized reason — at least for the ‘radical fiction’ and ‘bureaucratic insurance’
types — for seeking an ultimate and smooth solution of all problems. By being
required to determine their treatment themselves, these cases inevitably turn not
only against some medical treatments (considered useless) and the responsible
professions (medicine, nursing), but possibly also against their own relatives,
and eventually also their own (‘chronically ill’ and therefore dysfunctional) body.
Structurally, the body (as an ephemeral apparatus) is legally shielded against
undesired treatment, and thus the correct pace of dying, according to the individ-
ual’s own free will and without long suffering, is announced to the outside world.
This should be interpreted not as anticipated suicide but rather in the sense that
the AD serves to stabilize the current biographical position due to the ‘knowledge’
or ‘certainty’ of a quick death. This is an imposing effect of prospectivity, which
makes it possible to achieve self-confidence through the determination of a state
that is imagined as a threat — even though this state will not necessarily occur and
the effect of the AD can never be personally verified. Prospection through the AD
works for the ‘radical’ type as “Now I feel good because I can decide that I’ll be
spared from that later on” and for the ‘bureaucratic’ type as “I feel safer because |
have made my will clear, even for the worst-case scenario.”

For the two other types, ‘skeptic’ and ‘refusing,’ the structural effect of prospec-
tivity is also fundamental. However, for them the AD offers no real help in this
regard. Skepticism toward the relevance of the AD remains. Writing instructions
on “how I should be treated” for a phase of life for which personal perceptions
and desires cannot be envisioned is not really considered a reasonable life plan
and remains a solution that, biographically, hardly makes sense. ‘Skeptics’ cannot
achieve a ‘smooth solution’ by drafting an AD, because they question its very form.
Their slogan of prospection is “I feel safer now when I deal with the possible future
situation in more detail and I don’t decide too soon on a specific form, something
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that might harm me, but only when I’ve pondered other solutions long enough.”
For this type, the AD becomes a motive to intensively reflect on existential ques-
tions. This can also be a way of strengthening and stabilizing the self through
biographical planning. Even representatives of the ‘refusing’ type can gain stabil-
ity through the possibility of presenting and expressing their position of refusal. In
this case, however, prospection has the stabilizing effect without an AD. “I can do
without such a simple piece of paper, because my trust in those who’ll be taking
care of me is more important, and this gives me confidence now” would be this
type’s slogan. Thus, an activation of social ties and networks is explicitly required
at a fixed point in the future, and at the same time decisions made to date are con-
fidently confirmed. Since the ‘confident’ do not actively seek this effect, they usu-
ally do not have much stake in this kind of organized discussion about ADs. Their
confidence makes ongoing discursive confirmation largely superfluous.

The effect of this structure in further public discussion could be striking. The
critics’ latent suggestion that ADs are in fact ‘humbug’ could undermine the sup-
porters’ self-constructed position. Therefore, the latter have to suppress or negate
the refusers’ point of view. The position of the ‘skeptics’ also confuses those who
seek to gain safety from the AD. Therefore, public discourse about AD might
eventually mirror what was indicated in our group discussions: While problems
and arguments stimulate the ‘reflective’ type to confront end-of-life topics and
to search for solutions, they rather confirm the ‘radical’ and ‘bureaucratic’ types’
position and thus lead to the termination of considerations that are experienced as
a source of insecurity and powerlessness. In a generally uncertain and precarious
“society of anxiety” (Bude 2014), the AD is thankfully accepted as a possibility
for self-empowerment; the refusal of this possibility remains incomprehensible to
most people.

Conclusion

It has to be asked whether the prospective contribution of the AD could be signifi-
cant for individual biographies and also for the future of the relationship between
medical personnel, on one hand, and patients and their relatives, on the other. It
becomes apparent that a regulation, although it may be helpful on a legal and
bureaucratic level, cannot solve existential questions (and should never try to do
s0). Despite economic maximization and the dramatized call for decisions, the
recognition of and dealing with the will of the incurably ill who are not able to
express themselves should first and foremost remain a societal concern, especially
with the existence of the AD as a new life-planning option. Notwithstanding the
multiple meanings associated with the AD and the necessity of a general regula-
tion, professional counseling on the topic, case-specific solutions, and individual
reflections are indispensable.

Today, leading representatives of palliative medicine and care, who demanded
and promoted the law on ADs, rather tend toward the position of the ‘skeptics.” The
teams for specialized outpatient palliative care, established in the course of recent
legislation on palliative care, support a minimum three-stage counseling process
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for drafting an AD, including involving close relatives. And ethicists demand
the development of a more comprehensive counseling process of ‘Advance Care
Planning (ACP)’ (Klindtworth et al. 2013; In der Schmitten and Marckmann
2013; see Jox in this volume).

Against this backdrop, adequate debate about the ‘final treatment’ should be a
task not only of individualized biographical foresight, but also of professional social
and psychotherapeutic services. In this respect, the legal security provided by the
law on ADs could indeed facilitate an adequate (and professionally supported) con-
frontation with one’s own life and death. This is already inherent in the ‘skeptic’
type described above. However, those who assume that a simple document could
definitely prevent suffering and the related costs will inevitably be disappointed.

Notes

1 As of June 2013, 1.7 million people had an AD on the German central register (ZVR —
Zentrales Vorsorge Register), which is less than 5% of the people who had the right
to do so. The interest in and knowledge of the AD were indicated by a representative
Allensbach survey 2009 as being more than 90%. See also the expectations in Lang and
Wagner (2007) and Van Oorschot (2008). The number of ADs not in the central register
can only be guessed; it should be larger and constantly growing.

2 Joint research project “Biomedical Life Plans for Aging” (2010-2014) of the University
Medical Center Goéttingen and the Institute of Sociology of the Friedrich-Alexander
University Erlangen-Niirnberg, as well at the Carinthia University of Applied Sciences.
The research was funded by the German Ministry for Education and Research (grant no.
01GP1004). This chapter is the contribution of the author alone. These findings were
also published in German by Brauer, Adloff, and Pfaller (2014).

3 WDR television talkshow Tacheles: Sterben a la carte? (01.11.2005) www.tacheles.net/
archiv.php?id=28.
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11 Preparing existential decisions
in later life

Advance healthcare planning

Ralf J. Jox

The demographic change that many high- and middle-income countries are cur-
rently undergoing has significant and long-lasting repercussions on the health-
care in these countries. As the average lifespan of citizens extends, the burden of
disease and the associated healthcare activities will inevitably transform. Most
people can enjoy a relatively long phase of good health after retirement from
work before they are gradually affected by multiple age-related chronic disor-
ders that can be mitigated but not cured. Despite the ever-increasing attempts
of high-performing, costly healthcare systems to prevent, treat, and rehabilitate
these age-related conditions with multiple drugs and interventions, these efforts
do not alter and may only cloud the fact that death will eventually ensue, often as a
result of these chronic disorders. All the leading causes of death — cardiovascular
and respiratory diseases, cancer, neurodegenerative diseases (to name the most
common) — are characterized by an inexorably progressive character that makes
death foreseeable several weeks, months, or years before its actual occurrence
(Murray et al. 2005; van der Heide et al. 2003). The later life of most people is
therefore associated with the increasing awareness of an accumulating disease
burden, death coming close, and the necessity to make vital healthcare decisions
(Gruenewald and White 2006). A paradigmatic example is a person! who devel-
ops arterial hypertension in her sixth decade of life, type 2 diabetes and cardiovas-
cular disease in her seventh decade, cerebrovascular events in her eighth decade,
and eventually a joint vascular-Alzheimer’s dementia in her ninth decade.

The multiple treatment and care options for the recurrent crises of chronic dis-
orders, in combination with life-saving emergency and critical-care measures that
are highly effective, leads to situations in which patients’ lives are saved at a
cost of suffering that many patients deem too high. A few decades ago, medicine
was still stubbornly following the technological imperative to treat as much as
was treatable; today the problem is rather incertitude of healthcare profession-
als, patients, and their families about when and how to treat medical conditions
at the close of life. This vexing incertitude is at the root of many ethical prob-
lems in clinical practice. The ethical quandaries are complicated by the fact that
many of the persons who are existentially affected by these treatment decisions —
the patients themselves — are not able to participate in decision-making due to
impaired cognition or consciousness. The more a chronic disorder progresses, the
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more likely the patient will lose decision-making capacity, and the more ethically,
emotionally, and socially significant the necessary decisions will become.

It is this social and medical context that gives rise and attractiveness to the idea
of advance healthcare planning. The core idea of advance healthcare planning (or
the diverse practices named under this umbrella term) is to enable the individual
to influence, orient, or even direct his or her future healthcare in the event of
impaired decision-making capacity. The concept did not emerge in medicine itself.
In the 1960s, the idea of so-called living wills (later called ‘advance directives’),
documenting the patient’s refusal of certain forms of life-sustaining treatment for
future situations (e.g., resuscitation, artificial respiration), arose in the context of
the patient-rights movement regarding the end of life, originally explicated by
US human-rights lawyer Luis Kutner (1969) and promoted by euthanasia soci-
eties (Benzenhofer and Hack-Molitor 2009). In the following decades, the idea
of ‘(medical) living wills’ gathered more and more support, primarily in North
America but also in Northern and Western Europe. The underlying reasons for the
proliferation of this idea can be associated with fundamental changes in health-
care and in society at large. In healthcare, the rapid invention of life-sustaining
technologies in the second half of the 20th century; the shift from a generalist,
home-based family medicine to a fragmented, hospital-based specialist medicine
with an ensuing crisis of patient-physician trust; and the replacement of medical
paternalism by the new paradigm of patient autonomy have driven the rise of
advance patient directives (Beauchamp and Childress 2013; Brown 2003). This
development was fueled by fundamental societal changes, notably the intensifi-
cation of liberal individualism in an ever more market-based society, the demise
of traditional value coordinates constructed by churches and families, and the
pluralization of societies in the wake of migration processes, globalization, and
the Internet revolution (Lack, Biller-Andorno, and Brauer 2013; Pellegrino 1999).

It was in the 1990s, however, that a significant redirection occurred in the con-
cept of advance healthcare directives. After the US Patient Self-Determination
Act 1990 had raised the hopes and promises attached to advance directives (Greco
etal. 1991), the disappointment was even more bitter as the large SUPPORT study
revealed that the prevalence and effects of advance directives in the United States
remained marginal (Knaus and The SUPPORT Principles Investigators 1995;
Teno et al. 1997a). The investigators concluded that instead of the traditional
advance directive as a single document, there was the need for “a more compre-
hensive advance care planning” (Teno et al. 1997b, 500). Such a comprehensive,
communication-based model had first been pioneered in Wisconsin under the
label ‘Respecting Choices’ (Hammes and Rooney 1998). With the publication of
a sharply worded article in The Hastings Center Report in 2004, the failure of the
traditional living will became evident to many professionals and scholars (Fager-
lin and Schneider 2004).

The comprehensive systems approach that was pioneered by ‘Respecting
Choices’ slowly influenced other pilot projects, such as the Australian project
‘Respecting Patient Choices,” which began in 2002 and has since become Aus-
tralian national policy (Detering et al. 2010; Detering and Silvester 2015). With
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the foundation of the Advance Care Planning and End of Life Society in 2010
and its ensuing conferences, these models continued to become better known and
serve as role models for other regions (In der Schmitten et al. 2014; Korfage et al.
2015). Confusingly, however, the term ‘advance care planning’ (ACP) is increas-
ingly being used for the traditional ‘advance directive’ or even as a general term
for any kind of anticipatory healthcare planning (In der Schmitten and Marck-
mann 2015). Currently, there is a highly heterogeneous plethora of programs and
offers around anticipatory healthcare planning, demonstrating the need for the
clear identification of best-practice models, the formulation of quality criteria,
and the publication of evidence-based consensus recommendations.

In this article, I will first recapitulate the definition and elements of compre-
hensive ACP models, as opposed to traditional advance directives. Then I will
formulate the ethical justification for these new models. Finally, I will sketch con-
troversial points and knowledge gaps that warrant thorough empirical research in
the years to come.

What is advance care planning?

To date, there is no official or authoritative definition of ACP, but two groups of
experts (an American group and a task force of the European Association of Pal-
liative Care) are currently preparing white papers or consensus recommendations
based on Delphi studies (Rietjens et al. 2015). Notwithstanding, many researchers
and expert bodies have suggested definitions of ACP that may be instructive:

Advance care planning refers to the whole process of discussion of end-of-
life care, clarification of related values and goals, and embodiment of prefer-
ences through written documents and medical orders. This process can start
at any time and be revisited periodically, but it becomes more focused as
health status changes. Ideally, these conversations (1) occur with a person’s
health care agent and primary clinician, along with other members of the
clinical team; (2) are recorded and updated as needed; and (3) allow for flex-
ible decision making in the context of the patient’s current medical situation.

(Institute of Medicine 2015, 122)

Advance care planning (ACP) is a process of communication between indi-
viduals and their healthcare agents to understand, reflect on, discuss and plan
for future healthcare decisions for a time when individuals are not able to
make their own healthcare decisions. This process can be facilitated by a
specially trained health professional or can occur as part of routine care with
the person’s usual health professionals. The ACP process ideally results in
the designation of a health care proxy, and in the creation of a written plan,
commonly referred to as an advance directive, which accurately reflects the
individual’s goals, values, and wishes about future healthcare. Since goals
and medical treatment decisions may change over time, especially if overall
health or if a person’s situation changes, planning needs to be reviewed. The
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types of planning may vary depending on whether the person is healthy, has

mild to moderate chronic illness, or is likely to die in next 12 months. ACP

is therefore ongoing, and is subject to continual re-evaluation and possible
updating, triggered by key health or life experiences.

(International Society for Advance Care

Planning and End of Life 2015)

In an attempt to distill these definitions, reflecting the core consensus of ACP
experts from the international scientific literature (Coors, Jox, and In der Schmit-
ten 2015; Emanuel, von Gunten, and Ferris 2000; Hammes and Rooney 1998; In
der Schmitten et al. 2011), I am proposing the following core definition of ACP:

Advance Care Planning (ACP) is a structured communication process
between an individual, his family, his healthcare agent (if existing), and
facilitating healthcare professionals that consists of identifying personal
values of the individual, reflecting on the meanings and consequences of
anticipated illness scenarios, defining goals and preferences of care for
these situations, issuing appropriate documents and legal instruments that
will help direct future healthcare decisions, and reviewing these steps at
adequate intervals.

The overarching aim of ACP is the same as for advance directives — namely, to
enhance patient autonomy by extending it to situations where the patient does not
retain decision-making capacity anymore. Although this is undeniably the pri-
mary aim, there may be secondary aims attached to ACP that will become evident
from the theoretical and ethical analysis of ACP in the second part of this article.

The two cited expert definitions and my own core definition above encapsulate
the crucial elements of ACP. Before examining these elements and their meaning
step by step, however, I think it will be helpful to emphasize and illustrate the
principal difference between the more traditional model of advance directives and
the emerging model of ACP that is meant to replace this traditional model. Up to
now, many people who have written advance directives (living wills) have done
so more or less on their own; they have taken an advance directive form, filled it
in, archived it in their personal documents, and were satisfied that they now had
sufficiently prepared for the end of their life, forestalling becoming a victim of
medical overtreatment (Becker et al. 2010; Nauck et al. 2014).

In contrast, the model of ACP is characterized by three distinct features: inter-
activity, item-plurality, and iterativity (see Figure 11.1).

(1) Interactivity means that the individual is not left alone to write a document on
his own; he is embedded in a conducive social situation in which conversa-
tions are fostered between him, his loved ones (usually relatives), his health-
care agent (if he has already issued durable powers of attorney to a healthcare
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Figure 11.1 Conceptual schema contrasting the advance directive (living will) and the
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model of advance care planning (ACP), illustrating the ACP characteristics
of (1) interactivity (gray triangles for conversations), (2) item plurality (bars
with different patterns for various documents), and (3) iterativity (multiple
revisions along the time scale)

agent), his general practitioner (primary care physician), and health profes-
sionals who facilitate these conversations in a structured manner.

Item plurality refers to the fact that these conversations often result not only in
a single document such as the advance directive, but in a plurality of diverse
documents and legal instruments that are used to plan future care: personal
value summaries or narratives, durable powers of attorney (designation of
healthcare agents), emergency plans, and physician orders for life-sustaining
treatment, just to name the most important ones. In addition to these written
documents, the conversations are documented in the memories of those pres-
ent and maybe also in written memory-protocols of the conversation partners,
so that, at a future time when a decision needs to be made, this decision can
rest on various forms of documentation and recollection of the patient’s will.
Iterativity, finally, is the characteristic that the conversations about values,
preferences, and future care do not happen only once but are conceived as
iterative steps in a longitudinal process. At personally meaningful intervals,
the conversations are taken up again and deepened, a new health situation is
reflected upon, and the advance care documents are reviewed and, if neces-
sary, altered.
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This characterization of ACP, however, is still incomplete. ACP is more than
an approach helping the individual plan ahead. In fact, it has two foci, corre-
sponding to the conception of ACP as a communication process: The first focus
is the sender (who makes anticipatory decisions), and the second focus is the
recipient (who interprets and implements these decisions at a later time). Hence,
ACEP tries to make sure that care plans and anticipatory documents will be under-
stood, properly interpreted, and correctly applied in healthcare decision making
(see Figure 11.2). To achieve this, ACP tries to bring the documents to the atten-
tion of the healthcare professionals who are faced with making care decisions
for the individual, by way of depositing the documents at the local health part-
ners (hospital, emergency service, health provider, etc.), including them on the
patient’s electronically readable health-insurance card, using quickly retrievable
registries or other means to allow instant access to the documents. In addition, all
parties involved in making the decisions — healthcare professionals, patient sub-
stitutes (patient-designated agents or court-appointed guardians), and even ethics
consultants and courts — should be trained in reading, interpreting, and apply-
ing the advance care documents to the clinical situation, which is therefore also
part of ACP. Eventually, the ACP model also includes standardized procedures,
guidelines, or other material to help healthcare professionals apply advance care
decisions and make patient-centered care decisions.

Preparing and making Applying and implementing
advance care decisions advance care decisions

; Appointed
Family agent Patient
substitutes
time
Healthcare Professional
Healthcare Professional professionals facilitator
professionals facilitator

Figure 11.2 Conceptual schema depicting the roles and relations of involved parties in
ACP — both at the time of preparing and making advance decisions (left
cluster) and at the later time of interpreting and applying advance decisions
to clinical situations (right cluster). Note: I = Individual (shown in reduced
size on the right to symbolize the loss of decision-making capacity); Dotted
lines: These parties need not be involved in every case of ACP.
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With this general concept in mind, let us now look at the individual elements of
ACP in a more concrete and practical manner:

(a) Access: Although ACP is practiced predominantly by individuals who are
elderly, chronically ill, or even suffering from incurable progressive diseases
(Ho et al. 2016; Rao et al. 2014; Wilson et al. 2013), it is generally ame-
nable to every individual. Every human being has the risk of losing decision-
making capacity due to an accident, an illness, or other events. Yet, ACP
programs may have diverse tracks that are tailored to certain life situations
(e.g., for the young and healthy, for the chronically ill, for the very old)
(Hammes, Rooney, and Gundrum 2010). Psychiatry might be another area
where specific forms of ACP are needed, which is evidenced by the increas-
ing use of so-called joint crisis plans, which can be seen as nascent forms of
ACP (Henderson et al. 2008). For individuals who suffer from chronic or
severe progressive diseases, more and more disease-specific ACP programs
are being developed (Brown 2015; Kirchhoff et al. 2012).

(b) Setting: ACP will usually encompass personal contact between the individual
and his conversation partners (although it seems practicable to use telephone,
televisual, or online forms of conversation) (Austin et al. 2015; Boettcher,
Turner, and Briggs 2015). The conversations can occur at home, within a
healthcare context, or in other locations, as long as a private and conducive
atmosphere can be ensured.

(c) Participants: As a minimum, these conversations happen between the indi-
vidual and his physician, his nurse, or another professional caregiver. Ideally,
however, close relatives whom the person trusts, who know him well, and
who have a sustainable relationship with him that will likely last in the future,
should be involved in these conversations. If the person already has a health-
care agent whom she entrusted durable power of attorney to decide on her
behalf should she become incompetent, it obviously makes sense to involve
this agent in the discussions. Ultimately, however, it is the patient’s decision
whom to invite to these conversations.

(d) Facilitation: Most ACP models advocate and employ professionals who are
specifically trained to facilitate these conversations in a structured way. Most
often, they are nurse practitioners, social workers, or physicians. Seeking
counsel from lawyers and notaries as many people have done in the tradi-
tional advance directives model (Petri and Marckmann 2016) makes little
sense in ACP because the personal and medical questions surpass the legal
questions by far.

(e) Structure: ACP conversations will commonly begin with a reflection on per-
sonal values, life stories, and meaning in life. They will then shift to the
current and anticipated health situation of the person, trying to identify
future scenarios that are likely to occur and/or have a special importance for
the individual. The crucial step is the development of concrete preferences
regarding who should decide in the case of incapacity (appointing an agent)
and what should be done with regard to not only medical treatment, but also
nursing care and other health-related practices.
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(f) Documentation: From ethical and practical points of view, written documen-
tation is not absolutely necessary and may be dispensable in some situations.
Many laws, however, confer a higher authority to written advance directives
compared to orally expressed advance care statements, which makes sense
given the strength of evidence of written documents. There are also other
arguments supporting documentation. During a longitudinal communication
process, documentation makes it easier to fix results and remember them at
a later meeting; it urges everyone to be more precise and concrete than in
purely oral conversations; and, ultimately, it can be a significant emotional,
ethical, and legal help for the healthcare professionals, patient surrogates, and
family members who have to make decisions later on. Comprehensive ACP
models make sure that care documents are easily retrievable when they are
needed.

(g) Application: The specific training of healthcare professionals and institutions
on how to apply advance care documents and make decisions with respect
to patient autonomy is crucial for the success of ACP. This training can be
supported by guidelines, policies, structures of clinical ethics support, and
community outreach.

What is the ethical justification for advance care planning?

Although ACP is currently enjoying an increasing popularity and is becoming the
object of numerous empirical studies, there is barely any literature on the theoreti-
cal and ethical basis of ACP (Hammes and Harter 2015). This may be explained
by the fact that ACP is so obviously ‘right’ that no one makes an effort to justify
it. Yet, if ACP is to become standard policy, it is certainly important to demon-
strate the many justifications for this development. I will group these justifica-
tions according to three ethical theories that are among the most influential ones
in medical ethics: principlism, care ethics, and communitarianism.

Principlist justification

The four principles of biomedical ethics — respect for autonomy, beneficence,
nonmaleficence, and justice — are probably the most pervasive approach to
applied medical ethics (Beauchamp and Childress 2013). Among these four
principles, respect for autonomy is the first one that immediately comes to mind
when one thinks of ACP. And, in fact, ACP centers on this principle and strives
to give due respect to patients’ autonomy. ACP is a premier way to enable
patients to determine the way they want to be treated in the event of decisional
incapacity. Individuals can thereby refuse certain treatment measures based on
their own values and preferences. But this aspect of autonomy, the negative
freedom rights, is only part of this principle. Autonomy can be strengthened
and enhanced by positive actions, such as providing information to, support-
ing, and empowering the individual. ACP is a model that does exactly that:
It enhances the ability of the person to exercise her autonomy by ensuring
thorough information on pertinent medical issues, by supporting her through
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structured, facilitated discussions with family members and healthcare profes-
sionals, and by offering systems that allow her preferences to really have an
impact on actual practice.

It is often forgotten, however, that ACP can equally be justified by the prin-
ciples of nonmaleficence and beneficence. In fact, many advance refusals of
treatment at the end of life guard the patient from an inappropriate overtreat-
ment that would cause more harm than benefit to him (e.g., non-beneficial life
support). In addition, ACP serves the well-being of the individual not only at
the time of treatment decisions, but also well before. The very process of ACP
has immediate and potentially long-lasting beneficial psychosocial effects on
the person. She gains the well-founded confidence that her preferences will be
respected, which may increase peace of mind for an extended period of time.
She also familiarizes herself with her own health state, any existing illnesses,
and likely changes in the future. Thus, she will be better prepared and suffer less
if an accident, a serious disease, or a deterioration of an existing disease will hit
her at a later time. Moreover, ACP can open the gate to a frank and honest com-
munication about values, health problems, and death both within her family and
between the person and her physician, which likely will have beneficial effects
on the depth of these relationships. In sum, ACP enhances and deepens a real
dialogue about existential issues in life, and such a dialogue is one of the keys to
meaning, serenity, and happiness in life.

Even the fourth principle of biomedical ethics, justice, supports the model of
ACP. This is because ACP can contribute to a fair reallocation of (limited) resources
in healthcare by better aligning care with the different individuals’ needs. Two sys-
tematic reviews of cost implications of ACP programs found a tendency toward
significant cost savings through ACP, at least for some patients (Dixon, Matosevic,
and Knapp 2015), notably by preventing overtreatment at the end of life (Klingler,
In der Schmitten, and Marckmann 2015). Another systematic review found that
ACP reduces the likelihood of admission to intensive-care units for patients with
life-limiting diseases and a high risk of death (Khandelwal et al. 2015).

Care-ethics justification

Inspired by feminist moral philosophy, care ethics emphasizes the relevance of
personal relationships, interdependency, and interpersonal responses (Gilligan
1982; Slote 2007; Tong and Williams 2014). It has some affinity to virtue ethics
in that it stresses individual attitudes and emotional engagement more than uni-
versal, impartial, and agent-independent rules of action (Halwani 2003). Health-
care is obviously a practice field that is particularly subject to the lens of care
ethics, given that it centers on the relationship between the caregiver and the
person cared for. I want to show that care ethics (and, in a broader sense, virtue
ethics) can give a very robust and convincing justification for ACP.

In its essence, ACP is a form of care. In contrast to the traditional advance direc-
tive (living will) model, ACP does not leave the person alone but places her in a
net of relationships with others who support her by listening to and interpreting
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her wishes, exchanging ideas, and empowering decisions that are likely to be
implemented in the healthcare system. ACP fulfills all four elements of care as
conceptualized in the work of Joan Tronto (2005):

(1) attentiveness: ACP starts with listening to the individual, his needs, values,
and goals.

(2) responsibility: ACP is a way of sharing responsibility between the individual,
his loved ones, healthcare professionals, and professional facilitators. In tak-
ing over a share of responsibility, professionals ease the burden for the indi-
vidual and promote sustainable decision-making.

(3) competence: ACP takes the fact seriously that talking about and preparing
future care needs professional competencies, providing special ACP training
for facilitators and healthcare professionals.

(4) responsiveness: The singular path of each ACP is shaped by the responses
of the individual alongside a process of conversations, taking account of the
vulnerable situation of the individual.

From a virtue-ethics perspective, ACP promotes numerous ethically positive atti-
tudes that are traditionally regarded as virtues. It is a process that fosters mutual
empathy and respect, because not only are healthcare professionals and family
members called upon to understand and respect the wishes of the individual, but
also the individual needs to develop empathy and respect for the needs, worries,
and interests of his family members and professional caregivers. This enhances the
likelihood that family members and healthcare agents will in fact honor the patient’s
preferences and will not refuse to implement them because of feeling overwhelmed,
unfairly burdened, or disrespected when the preferences will have to be applied.
Among the other virtues fostered by ACP is the courage to face deteriorating health
changes, morbidity, suffering, and death in all people involved, as well as the mod-
esty that flows from accepting the limits of medicine and the finitude of life.

Communitarian justification

Communitarianism is a philosophy that emphasizes the fact that individuals are
shaped by their places and roles in a community, that communities are pivotal
in enabling the well-being of the individual, and that communities are entities
with their own interests, functions, and capacities (Callahan 2003; Etzioni 2011).
Although communitarianism originated as a political philosophy opposing an
extreme form of liberalism, it can also be applied to medical ethics (Callahan
2003). In emphasizing common goods of healthcare, the needs and interests of
social communities, and the dependency of the patient on his family and commu-
nity, communitarian bioethics counterbalances a sometimes rigid and reductive
liberalist bioethics.

ACP is a prime example of an intervention that strikes a fair balance between
liberal and communitarian bioethics. It follows a relational concept of autonomy
and it conceives the (future) patient not as an atomistic island, but as a social being
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within a network of private and professional relations. The dialogue — or, rather,
trialogue — between the patient, his loved ones, and professionals forms the core
community that drives the success of ACP. If this trialogue works well, medical-
treatment decisions can reliably, responsibly, and consensually be made within this
subsidiary core community without the need for court proceedings or other involve-
ment of higher state institutions. It has been shown that ACP significantly reduces
the burden on family members and healthcare agents — it even lowers their levels of
anxiety and depression (Detering et al. 2010) — and the same surely holds true for
healthcare professionals. Healthcare workers benefit not only from a clearer orien-
tation in their treatment decisions, but also in terms of improved communication
with the patient. Moreover, ACP promotes common goods of healthcare. I have
already outlined that ACP can increase health benefits, avoid overtreatment, and
prevent a waste of resources. ACP may even have an effect on the system of health-
care as a whole, transforming it from a technocratic, supply-driven, and provider-
centered business to a more humane, needs-driven, patient- and family-centered
activity. This transformative effect is difficult to measure, and it may be supported
by other trends of ‘talking medicine’ (such as palliative care and clinical ethics).
ACP may even contribute to a more relaxed and serene view of human mortality,
forestalling the frenzied medicalization of the end of life and allowing for a more
natural death. In fostering an awareness of life’s finitude, a reflective deliberation
of life plans, and a critical stance toward medicine within communities and the
society as a whole, ACP serves relevant interests of democratic societies.

What do we need to know about advance care
planning from empirical research?

Many of the arguments that underpin the ethical justification of ACP rest upon
empirical facts, such as ACP’s positive impact on psychological well-being, the
quality of communication, or the adherence to the patient’s preferences in making
treatment decisions. All of these empirical facts are grounded in the experiences
of professionals developing and applying ACP, and many of them have also been
corroborated in empirical studies (Austin et al. 2015; Brinkman-Stoppelenburg,
Rietjens, and van der Heide 2014; Houben et al. 2014; Khandelwal et al. 2015;
Klingler, In der Schmitten, and Marckmann 2015; Martin et al. 2016). Yet, given
the variability of ACP practice models, it is imperative to correlate each positive
consequence with specific elements in best-practice models of ACP. Thereby, we
should be able to answer the question “Which elements are absolutely necessary
and vital in order to accomplish the positive effects that justify ACP?” This is the
first step toward ensuring and enhancing the quality of ACP. In the following I
will sketch some of the questions for future research on ACP.

Timing of ACP conversations

The question of the right time to have conversations about future care and care
preferences remains unresolved. Evidently, there is no one-size-fits-all answer;
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the merits of each individual case must be considered. Yet, there may be certain
generalizable points in different biographies when ACP may be more appropri-
ate than at other points. Obviously, significant personal life events, such as the
diagnosis of a severe or incurable disease, hospitalization, the illness or death
of a loved one, or significant changes in one’s dearest relationships, are good
opportunities for ACP. It is less clear when to talk about ACP if there are no such
life events. Moreover, the rhythm of the iterative ACP conversations is another
difficult question — surely it has to be influenced by the individual characteristics
of each ACP process, but to have some knowledge about meaningful intervals
could nevertheless help. In order to maximize mutual understanding and thorough
decision-making, it may also be prudent to have two or three shorter conversa-
tions at brief intervals rather than one long one.

Participants in ACP conversations

It is equally unclear what the ideal composition of ACP conversations is. Obvi-
ously, the individual (future patient) has to be present and be in the center of
these conversations, and he or she also has the right to decide who should be
present at these confidential discussions. The essence of ACP is that at least one
healthcare professional should take part in these conversations — be it someone
who regularly takes care of the patient (such as the primary care physician, the
nurse practitioner, or the responsible social worker in a nursing home) or be it
someone who is external to the patient and acts as a professional facilitator of
ACP conversations. Many leading ACP models, such as ‘Respecting Choices,’
are built around professional facilitators who are diligently trained and prepared
for their activities, and they supposedly are the major reasons for the success of
these ACP models. Yet, there is also some concern that this approach may not be
feasible or affordable everywhere in healthcare. People living in rural areas or
poor countries, patients who have a very close relationship to their caregivers, or
those who have significant cultural or language barriers may find it more appro-
priate to have ACP conversations without professional facilitators. Research
should therefore clearly delineate the effects of best-practice ACP facilitation
and conceive of ways to substitute for professional facilitation if it is not possible
or not appropriate.

Supporting materials and supplementary approaches

ACP research may learn a lot from an exchange with scholars from the area of
shared decision-making, who have championed written and audiovisual decision
aids to facilitate autonomous healthcare decision-making (Austin et al. 2015;
Lenz et al. 2012). Decision aids may be particularly helpful in conveying fac-
tual information on disease courses, complications, and treatment regimens, but
they may also be instrumental in clarifying personal values and attitudes. Because
a major objection against ACP is the limited capacity to imagine future states
of health (Fagerlin and Schneider 2004), ACP might benefit significantly from
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involving narratives, testimonials, or personal contact with patients (or their fam-
ily members) who already have experienced these states. For the younger genera-
tion, modern media such as the Internet and mobile apps might open up additional
approaches to ACP. For other population groups, such as migrants or illiterates,
specific supplementary information in their own language or in simple language
might be essential. In order to offer ACP fairly to all citizens who desire to use
it, it will be important not to lose sight of the often neglected subpopulations of
society.

Approaches in the case of fading decision-making capacity

It is not rare that patients will become interested in ACP once they are diagnosed
with a disease that threatens their cognitive capacities, such as Alzheimer’s dis-
ease (Hamann et al. 2011). In such situations, they will easily become aware that
treatment decisions will soon have to be made by others on their behalf. Yet, in
the beginning of a dementia, they already have lost some selected cognitive abili-
ties (Bronner et al. 2016; Hamann et al. 2011). ACP should therefore be respon-
sive to patients with gradual or selective cognitive deficits and try to compensate
for these deficits as long as possible. However, it is still unclear how to involve
these patients in further treatment and care planning after they have undoubtedly
lost decision-making capacity. It may be particularly difficult to keep patients
involved if their current verbal or nonverbal behavior seems to contradict the
preferences they had fixed in their autonomously written advance statements (Jox
2014). Another highly complicated question surfaces if patients are already in
a state of decisional incapacity when the possibility of ACP is first raised and
they have not expressed any anticipatory preferences so far. Some scholars argue
that healthcare agents or court-appointed guardians may engage in what can be
called ACP by proxy, discussing advance decisions with healthcare professionals
and documenting them as orientation and preparation for future situations (In der
Schmitten et al. 2015; Volicer et al. 2002; Jox 2016).

Integration in healthcare systems

Many open questions center on the integration of ACP into the healthcare system:
Should there be any incentives for the insured to use ACP or for healthcare profes-
sionals to engage in ACP? Is ACP an activity that should be prioritized in the con-
text of limited resources for healthcare, and should it be paid on a solidary basis
or out of pocket? What is the best place to integrate ACP in the healthcare system:
inpatient or outpatient services? Which laws are needed in order to guarantee an
effective ACP? What are the best ways to ensure that anticipatory documents are
readily available and are applied in a rigorous and responsible way? And what
does it mean to develop culturally sensitive forms of ACP and maintain ACP as
an offer and not a social obligation?

These five clusters are of course not comprehensive, but they represent some of
the most urgent and evident open questions. They already underscore, however,
that ACP is a field where empirical research needs to intensify in the near future
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to find answers to ethically and practically relevant questions. In this article, I
started out by defining and explicating the emerging model of ACP in contrast to
the traditional model of advance directives (living wills). In the second part of this
article, I offered a pluralistic account of the ethical justification of ACP that makes
a compelling case in favor of developing ACP to a standard approach in health-
care. Finally, I sketched some urgent questions for empirical research in the field
of ACP. It is my firm conviction that if best-practice ACP models are expanded
and integrated into healthcare systems on a wide basis, this will enormously help
us make existential decisions in later life and will contribute to more humane,
responsible, and respectful healthcare for vulnerable populations, especially the
elderly and the people at the end of their lives.

Note

1 If general personal statements use the feminine or masculine form, the other sex is always
meant as well.

References

Austin, C. A., D. Mohottige, R. L. Sudore, A. K. Smith, and L. C. Hanson. 2015. “Tools to
Promote Shared Decision Making in Serious Illness: A Systematic Review.” The Jour-
nal of the American Medical Association: Internal Medicine 175 (7):1213-1221. doi:
10.1001/jamainternmed.2015.1679.

Beauchamp, T. L., and J. F. Childress. 2013. Principles of Biomedical Ethics. New York:
Oxford University Press.

Becker, M., B. Jaspers, C. King, L. Radbruch, R. Voltz, and F. Nauck. 2010. “Did You Seek
Assistance for Writing Your Advance Directive? A Qualitative Study.” Wiener Klinische
Wochenschrift 122 (21-22):620-625. doi: 10.1007/s00508-010-1470-6.

Benzenhofer, U., and G. Hack-Molitor. 2009. “Die Rolle von Luis Kutner bei der Entwick-
lung der Patientenverfiigung.” Hessisches Arzteblatt 70 (6):411—413.

Boettcher, 1., R. Turner, and L. Briggs. 2015. “Telephonic Advance Care Planning Facili-
tated by Health Plan Case Managers.” Palliative & Supportive Care 13 (3):795-800.
doi: 10.1017/s1478951514000698.

Brinkman-Stoppelenburg, A., J. A. Rietjens, and A. van der Heide. 2014. “The Effects of
Advance Care Planning on End-of-Life Care: A Systematic Review.” Palliative Medi-
cine 28 (8):1000-1025. doi: 10.1177/0269216314526272.

Bronner, K., R. Perneczky, R. McCabe, A. Kurz, and J. Hamann. 2016. "Which Medical
and Social Decision Topics Are Important after Early Diagnosis of Alzheimer’s Disease
from the Perspectives of People with Alzheimer's Disease, Spouses and Professionals?"
BMC Research Notes 8 (9):149. doi: 10.1186/s13104-016-1960-3.

Brown, B. A. 2003. “The History of Advance Directives: A Literature Review.” Journal of
Gerontological Nursing 29 (9):4—14. doi: 10.3928/0098-9134-20030901-04.

Brown, J. 2015. “Advance Care Planning in Dementia.” The Lancet: Psychiatry 2 (9):774—
775. doi: 10.1016/52215-0366(15)00311-9.

Callahan, D. 2003. “Individual Good and Common Good: A Communitarian Approach
to Bioethics.” Perspectives in Biology and Medicine 46 (4):496-507. doi: 10.1353/
pbm.2003.0083.

Coors, M., R. J. Jox, and J. in der Schmitten. 2015. Advance Care Planning. Von der Pati-
entenverfiigung zur gesundheitlichen Vorausplanung. Stuttgart: Kohlhammer.



178 RalfJ. Jox

Detering, K. M., A. D. Hancock, M. C. Reade, and W. Silvester. 2010. “The Impact of
Advance Care Planning on End of Life Care in Elderly Patients: Randomised Controlled
Trial.” British Medical Journal 340:c1345. doi: http://dx.doi.org/10.1136/bmj.c1345.

Detering, K. M., and W. Silvester. 2015. “Implementierung von Advance Care Planning in
Australien: das Programm ‘Respecting Patient Choices’.” In Advance Care Planning,
edited by M. Coors, R. J. Jox, and J. in der Schmitten, 196-208. Stuttgart: Kohlhammer.

Dixon, J., T. Matosevic, and M. Knapp. 2015. “The Economic Evidence for Advance Care
Planning: Systematic Review of Evidence.” Palliative Medicine 29 (10):869-884. doi:
10.1177/0269216315586659.

Emanuel, L. L., C. F. von Gunten, and F. D. Ferris. 2000. “Advance Care Planning.”
Archives of Family Medicine 9 (10):1181-1187.

Etzioni, A. 2011. “On a Communitarian Approach to Bioethics.” Theoretical Medicine &
Bioethics 32 (5):363-374. doi: 10.1007/s11017-011-9187-8.

Fagerlin, A., and C. E. Schneider. 2004. “Enough: The Failure of the Living Will.” The
Hastings Center Report 34 (2):30—42. doi: 10.2307/3527683.

Gilligan, C. 1982. In a Different Voice. Cambridge, MA: Harvard University Press.

Greco, P. J., K. A. Schulman, R. Lavizzo-Mourey, and J. Hansen-Flaschen. 1991. “The
Patient Self-Determination Act and the Future of Advance Directives.” Annals of Inter-
nal Medicine 115 (8):639—643. doi: 10.7326/0003-4819-115-8-639.

Gruenewald, D. A., and E. J. White. 2006. “The Illness Experience of Older Adults near
the End of Life: A Systematic Review.” Anesthesiology Clinics 24 (1):163-180, ix. doi:
10.1016/j.atc.2005.12.003.

Halwani, R. 2003. “Care Ethics and Virtue Ethics.” Hypatia 18 (3):161-192.

Hamann, J., K. Bronner, J. Margull, R. Mendel, J. Diehl-Schmid, M. Buhner, R. Klein,
A. Schneider, A. Kurz, and R. Perneczky. 2011. “Patient Participation in Medical and
Social Decisions in Alzheimer’s Disease.” Journal of the American Geriatrics Society
59 (11):2045-2052. doi: 10.1111/j.1532-5415.2011.03661 .x.

Hammes, B. J., and T. D. Harter. 2015. “Philosophisch-ethische Griinde fiir Advance Care
Planning.” In Advance Care Planning, edited by M. Coors, R. J. Jox, and J. in der Schmit-
ten, 95-108. Stuttgart: Kohlhammer.

Hammes, B. J., and B. L. Rooney. 1998. “Death and End-of-Life Planning in One Mid-
western Community.” Archives of Internal Medicine 158 (4):383-390. doi: 10.1001/
archinte.158.4.383.

Hammes, B. J., B. L. Rooney, and J. D. Gundrum. 2010. “A Comparative, Retrospective,
Observational Study of the Prevalence, Availability, and Specificity of Advance Care Plans
in a County That Implemented an Advance Care Planning Microsystem.” Journal of the
American Geriatrics Society 58 (7):1249-1255. doi: 10.1111/.1532-5415.2010.02956.x.

Henderson, C., J. W. Swanson, G. Szmukler, G. Thornicroft, and M. Zinkler. 2008. “A
Typology of Advance Statements in Mental Health Care.” Psychiatrics Services 59
(1):63-71. doi: 10.1176/appi.ps.59.1.63.

Ho, G. W,, L. Skaggs, G. Yenokyan, A. Kellogg, J. A. Johnson, M. C. Lee, K. Heinze, M.
T. Hughes, D. P. Sulmasy, J. Kub, P. B. Terry, A. B. Astrow, J. Zheng, L. S. Lehmann,
and M. T. Nolan. 2016. “Patient and Caregiver Characteristics Related to Completion of
Advance Directives in Terminally 11l Patients.” Palliative & Supportive Care 15(1):1-8.
doi: 10.1017/3147895151600016x.

Houben, C. H., M. A. Spruit, M. T. Groenen, E. F. Wouters, and D. J. Janssen. 2014.
“Efficacy of Advance Care Planning: A Systematic Review and Meta-Analysis.” Jour-
nal of the American Medical Directors Association 15 (7):477-489. doi: 10.1016/j.
jamda.2014.01.008.


http://dx.doi.org/10.1136/bmj.c1345

Preparing existential decisions 179

In der Schmitten, J., R. J. Jox, S. Rixen, and G. Marckmann. 2015. “Vorausplanung fiir nicht-
einwilligungsfahige Personen — ‘Vertreterverfiigungen’.” In Advance Care Planning,
edited by M. Coors, R. J. Jox, and J. in der Schmitten, 119-140. Stuttgart: Kohlhammer.

In der Schmitten, J., K. Lex, C. Mellert, S. Rotharmel, K. Wegscheider, and G. Marckmann.
2014. “Implementing an Advance Care Planning Program in German Nursing Homes:
Results of an Inter-Regionally Controlled Intervention Trial.” Deutsches Arzteblatt Inter-
national 111 (4):50-57. doi: 10.3238/arztebl.2014.0050.

In der Schmitten, J., and G. Marckmann. 2015. “Was ist Advance Care Planning? Inter-
nationale Bestandsauftnahme und Pladoyer fiir eine transparente, zielorientierte Defini-
tion.” In Advance Care Planning, edited by M. Coors, R. J. Jox, and J. in der Schmitten,
75-94. Stuttgart: Kohlhammer.

In der Schmitten, J., S. Rotharmel, C. Mellert, S. Rixen, B. J. Hammes, L. Briggs, K.
Wegscheider, and G. Marckmann. 2011. “A Complex Regional Intervention to Imple-
ment Advance Care Planning in One Town’s Nursing Homes: Protocol of a Controlled
Inter-Regional Study.” BMC Health Services Research 11:14. doi: 10.1186/1472-
6963-11-14.

Institute of Medicine. 2015. Dying in America: Improving Quality and Honoring Indi-
vidual Preferences near the End of Life. Washington, DC: National Academies Press.
Jox, R. J. 2014. “Revocation of Advance Directives.” In Advance Directives, edited by
P. Lack, N. Biller-Andorno, and S. Brauer, 73—89. Dordrecht: Springer Netherlands.
Jox, R. J. 2016. “Lost decisional capacity, lost chance of advance care planning?” Bio-

ethica Forum 9 (3):109-110.

Khandelwal, N., E. K. Kross, R. A. Engelberg, N. B. Coe, A. C. Long, and J. R. Curtis.
2015. “Estimating the Effect of Palliative Care Interventions and Advance Care Plan-
ning on ICU Utilization: A Systematic Review.” Critical Care Medicine 43 (5):1102—
1111. doi: 10.1097/ccm.0000000000000852.

Kirchhoff, K. T., B. J. Hammes, K. A. Kehl, L. A. Briggs, and R. L. Brown. 2012. “Effect of a
Disease-Specific Advance Care Planning Intervention on End-of-Life Care.” Journal of
the American Geriatrics Society 60 (5):946-950.doi: 10.1111/j.1532-5415.2012.03917 x.

Klingler, C., J. in der Schmitten, and G. Marckmann. 2015. “Does Facilitated Advance
Care Planning Reduce the Costs of Care near the End of Life? Systematic Review
and Ethical Considerations.” Palliative Medicine 30 (5):423-433.doi: 10.1177/02692163
15601346.

Knaus, W. A., and The SUPPORT Principles Investigators. 1995. “A Controlled Trial to
Improve Care for Seriously I1l Hospitalized Patients: The Study to Understand Progno-
ses and Preferences for Outcomes and Risks of Treatments (SUPPORT).” The Journal
of the American Medical Association 274 (20):1591-1598.

Korfage, L. J., J. A. Rietjens, A. Overbeek, L. J. Jabbarian, P. Billekens, B. J. Hammes, E.
Hansen-van der Meer, S. Polinder, J. Severijnen, S. J. Swart, F. E. Witkamp, and A. van
der Heide. 2015. “A Cluster Randomized Controlled Trial on the Effects and Costs of
Advance Care Planning in Elderly Care: Study Protocol.” BMC Geriatrics 15:87. doi:
10.1186/s12877-015-0087-z.

Kutner, L. 1969. “Due Process of Euthanasia: The Living Will, a Proposal.” Indiana Law
Journal 44 (4):539-554.

Lack, P., N. Biller-Andorno, and S. Brauer, eds. 2013. Advance Directives. Dordrecht:
Springer Netherlands.

Lenz, M., S. Buhse, J. Kasper, R. Kupfer, T. Richter, and I. Muhlhauser. 2012. “Deci-
sion Aids for Patients.” Deutsches Arzteblatt International 109 (22-23):401-408. doi:
10.3238/arztebl.2012.0401.



180 RalfJ. Jox

Martin, R. S., B. Hayes, K. Gregorevic, and W. K. Lim. 2016. “The Effects of Advance
Care Planning Interventions on Nursing Home Residents: A Systematic Review.” Jour-
nal of the American Medical Directors Association 17 (4):284-293. doi: 10.1016/j.
jamda.2015.12.017.

Murray, S. A., M. Kendall, K. Boyd, and A. Sheikh. 2005. “Illness Trajectories and Palliative
Care.” British Medical Journal 330 (7498):1007-1011. doi: 10.1136/bmj.330.7498.1007.

Nauck, F., M. Becker, C. King, L. Radbruch, R. Voltz, and B. Jaspers. 2014. “To What
Extent Are the Wishes of a Signatory Reflected in Their Advance Directive: A Qualita-
tive Analysis.” BMC Medical Ethics 15 (1):52. doi: 10.1186/1472-6939-15-52.

Pellegrino, E. D. 1999. “The Origins and Evolution of Bioethics: Some Personal Reflec-
tions.” Kennedy Institute of Ethics Journal 9 (1):73—88. doi: 10.1353/ken.1999.0006.

Petri, S., and G. Marckmann. 2016. “Advance Directive Consultations: A Study of Selected
Consultation Services in the Munich Region.” Deutsche Medizinische Wochenschrift
141 (9):e80—e86. doi: 10.1055/s-0041-108100.

Rao, J. K., L. A. Anderson, F. C. Lin, and J. P. Laux. 2014. “Completion of Advance Direc-
tives among U.S. Consumers.” American Journal of Preventive Medicine 46 (1):65-70.
doi: 10.1016/j.amepre.2013.09.008.

Rietjens, J. A. C., L. J. Korfage, D. J. A. Janssen, R. J. Jox, M. Drickamer, J. Seymour, and
R. L. Sudore. 2015. “Oral Abstracts: O-120 White Paper Defining Optimal Advance
Care Planning.” BMJ Supportive & Palliative Care 5:A41. doi: 10.1136/bmjspcare-
2015-000978.126.

Slote, M. 2007. The Ethics of Care and Empathy. New York: Routledge.

Teno, J. M., S. Licks, J. Lynn, N. Wenger, A. F. Connors Jr., R. S. Phillips, M. A. O’Connor,
D. P. Murphy, W. J. Fulkerson, N. Desbiens, and W. A. Knaus. 1997a. “Do Advance
Directives Provide Instructions That Direct Care? SUPPORT Investigators. Study to
Understand Prognoses and Preferences for Outcomes and Risks of Treatment.” Journal
of the American Geriatrics Society 45 (4):508-512.

Teno, J. M., J. Lynn, N. Wenger, R. S. Phillips, D. P. Murphy, A. F. Connors Jr., N. Des-
biens, W. Fulkerson, P. Bellamy, and W. A. Knaus. 1997b. “Advance Directives for Seri-
ously Ill Hospitalized Patients: Effectiveness with the Patient Self-Determination Act
and the SUPPORT Intervention. SUPPORT Investigators. Study to Understand Prog-
noses and Preferences for Outcomes and Risks of Treatment.” Journal of the American
Geriatrics Society 45 (4):500-507.

Tong, R., and N. Williams. 2014. “Feminist Ethics.” In The Stanford Encyclopedia of Phi-
losophy (Fall 2014 edition, online), edited by E. N. Zalta. https://plato.stanford.edu/
entries/feminism-ethics.

Tronto, J. 2005. “An Ethic of Care.” In Feminist Theory: A Philosophical Anthology,
edited by A. E. Cudd and R. O. Andreasen, 251-263. Oxford, UK/Malden, MA: Black-
well Publishing.

Van der Heide, A., L. Deliens, K. Faisst, T. Nilstun, M. Norup, E. Paci, G. van der Wal, and
P. J. van der Maas. 2003. “End-of-Life Decision-Making in Six European Countries: Descrip-
tive Study.” The Lancet 362 (9381):345-350. doi: 10.1016/S0140-6736(03)14019-6.

Volicer, L., M. D. Cantor, A. R. Derse, D. M. Edwards, A. M. Prudhomme, D. C. Gregory,
J. E. Reagan, J. A. Tulsky, and E. Fox. 2002. “Advance Care Planning by Proxy for Resi-
dents of Long-Term Care Facilities Who Lack Decision-Making Capacity.” Journal of the
American Geriatrics Society 50 (4):761-767. doi: 10.1046/j.1532-5415.2002.50175.x.

Wilson, D. M., D. Houttekier, S. A. Kunju, S. Birch, J. Cohen, R. MacLeod, and J. A.
Hewitt. 2013. “A Population-Based Study on Advance Directive Completion and Com-
pletion Intention among Citizens of the Western Canadian Province of Alberta.” Journal
of Palliative Care 29 (1):5-12.


https://plato.stanford.edu/entries/feminism-ethics
https://plato.stanford.edu/entries/feminism-ethics

12 Articulating the case for the
Longevity Dividend

S. Jay Olshansky

Introduction’

The rise in human longevity and the increase in our healthy lifespan are two of
humanity’s greatest achievements. In the developed world, and now even among
growing subgroups in developing nations, increasingly larger segments of the
population have gained access to one of the most precious of all commodities:
the opportunity to live a long life. In developed nations, about 85 percent of
everyone born today will live to at least their 65th birthday, and over 42 percent
will live past their 85th birthday — a privilege that has been denied to most people
throughout history (Human Mortality Database 2016). However, the price to pay
for common access to older ages is the opportunity to witness the ageing of our
bodies and the fatal and disabling diseases that accompany extended survival.

The trade-off of chronic degenerative diseases for decades of life that was
accomplished during the 20th century has undeniably been worth it, but humanity
now faces a rather daunting health and economic dilemma. The combination of
additional life extension with a forthcoming rapid upward shift in age structure
(population ageing) will lead to a dramatic increase in the prevalence of the fatal
and disabling diseases common among people who live to older ages, produc-
ing a major challenge to healthcare systems and age-entitlement programs. The
National Institutes of Health, World Health Organization, United Nations, World
Economic Forum, MacArthur Foundation, and other organizations have appro-
priately acknowledged that ageing and life extension also offer an equal measure
of opportunity (for example, see Beard et al. 2011; Rowe 2015, special issue of
Daedalus; Olshansky, Beard, and Borsch-Supan 2012), but the rising prevalence
of costly diseases is an inevitable by-product of our success.

The usual approach to combating the diseases of old age has been to lower the
behavioral risk factors that influence their expression, to delay their appearance
through earlier detection, and to use medical technology to extend survival for
those whose bodies are already diseased. This approach has been successful in the
past, but there is a growing body of evidence to suggest that continuing down this
path will lead to diminishing gains in life extension (Dong, Milholland, and Vijg
2016) and, more importantly, the possibility (perhaps likelihood) that the historic
rise in healthspan may come to a halt — leaving future older cohorts the prospect
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of rising frailty and disability in later ages (Butler et al. 2008; Olshansky et al.
20006). The fact is, the longer we live, the more the biological ageing of our bodies
influences the fatal and disabling diseases that emerge (Miller 2012; Olshansky,
Martin, and Kirkland 2015).

Recognizing the important linkage between the biological ageing of our bod-
ies and disease expression, an exciting line of scientific research has emerged
that offers us an opportunity to extend our healthy years further (Kirkland 2013;
Miller 2002; Olshansky, Martin, and Kirkland 2015; Sierra et al. 2009). The
health and economic benefits that would accrue to individuals and nations if this
approach is successful has been documented (Goldman et al. 2013). As a result, a
consortium of scientists has formed with the purpose of developing a new way to
extend healthspan, combat the diseases of ageing, compress mortality, morbidity,
and disability, and ameliorate the economic challenges of an anticipated rising
prevalence of late-onset diseases. Numerous experimental animal studies have
now demonstrated that interventions that ameliorate multiple fatal and disabling
maladies of ageing are possible and will likely transform human health if brought
to fruition. A large-scale, concerted, and coordinated effort is now underway to
develop, test, and then push the translation of these findings into real-world clini-
cal investigation, with the goal of developing therapeutic interventions. Referred
to as the Longevity Dividend Initiative Consortium (LDIC) or Geroscience
(Sierra 2015), it aims to accelerate the pace of translation from the basic biology
of ageing into clinical interventions that will improve quality of life at all ages,
but especially for people reaching older ages. The LDIC’s goals are ambitious
because they address needs in several scientific domains: basic biology, genetics,
pre-clinical and clinical research, and population-level modeling. This chapter
provides the rationale behind the LDIC and begins outlining the scientific path-
ways that researchers are pursuing to this end.

Healthy life extension

The most precious of all commodities is life itself, and if there is one attribute
most of us share, it is the desire to remain alive. The yearning for healthy life is
equally important, perhaps more so — especially for those struggling to regain
health that has been lost. One would think, therefore, that making the case for
the development of new, more effective methods of extending our healthy years
would be universally accepted and easy to make, regardless of how it is achieved.
Sadly, this is not the case.

In public health, interventions that in the past had a profound influence on the
length and quality of life include the development and dissemination of clean
water, sanitation, indoor living and working environments, and refrigeration. Dur-
ing the last century, epidemiologists made the public aware of the life-shortening
effects of smoking and other harmful risk factors, as well as the life-extending
effects of proper diet and exercise, among others. In the modern world of medicine
and medical technology, a trip to the doctor, dentist, or other health professional
is justified as a form of primary prevention. When a health issue arises, such as a
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serious infection, cancer, or heart disease, it is now routine to seek out and trust
modern medical treatment as the best approach to regaining one’s health. In fact,
a strong endorsement for the efficacy of medicine’s ability to extend healthy life
comes from its validation by the insurance industry.

These three pillars of healthy life extension have earned our trust, and deserv-
edly so, but now concerns are being raised about how much more healthy life can
be manufactured using these approaches (Olshansky 2015). The reason is the bio-
logical ageing of our bodies. Public health can manufacture only so much survival
time through lifestyle modification, after which medical technology has an impor-
tant life-extending impact, but even these methods of life extension eventually
lead the survivors to face the increased and accelerated ravages of the biological
ageing of our bodies.

Think of the effect of ageing on the body as the same as the effect of miles on
your car. Very few things go wrong with most cars during the first three years and
36,000 miles, and for some automobiles, the warranty period has been extended
to ten years and 100,000 miles. Operate these cars beyond their warranty period,
and a cluster of problems emerges. These problems are an inevitable by-product
of the passage of time and the accumulation of damage that arises from operat-
ing the machine — they are not programmed to occur at a set time by the auto
manufacturers. While planned obsolescence is part of the manufacturing ethos for
some manufacturers of certain products, a programmed ‘death time’ is not built
into a car.

The same principles hold true for human bodies. Once we operate our bod-
ies beyond the equivalent of their biological warranty period, a large number of
health issues begin to emerge and cluster tightly into later regions of the lifespan.
Among scientists who track these events, this is known as ‘competing causes,’
which is another way of saying that a large number of lethal and disabling condi-
tions accumulate in ageing bodies. Ameliorating any one lethal condition inde-
pendent of all others leaves the person with a remaining high risk from all other
remaining conditions. With time (and age), the treatments devised through medi-
cine (which tend to focus on one disease at a time) and risk-factor modification
then become progressively less effective as survivors move further into older age
windows where ageing-related diseases cluster ever more tightly together. Keep
in mind that just like automobiles, our bodies are not programmed with ageing or
death genes that are set off at a predetermined age. Ageing is best thought of as
an inadvertent by-product of fixed genetic programs that evolved under the direct
force of natural selection for early life developmental events — ageing is a product
of evolutionary neglect, not evolutionary intent.

Recognizing the fact that competing causes place a damper on the future effec-
tiveness of medical interventions that are disease-oriented, scientists in the field
of ageing have proposed that the next big step in public health and healthy life
extension is to attack the seeds of ageing rather than just its consequences as we do
now. The idea is to slow the ageing of our bodies such that one year of clock time
is matched by less than one year of biological time. In this way, we would retain
our youthful vigor for a longer time and, if delayed ageing interventions work the
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way we hope they will, experience a compression of the infirmities of old age into
a shorter time frame at the end of life. Delaying the biological ageing of our bodies
is the only viable approach to addressing the increasing importance of competing
causes and the rise of ageing as an ever more important risk factor for disease.

‘Anti-ageing’ charlatanry

It is at this juncture where one of the main problems occurs. The contemporary pro-
posal to slow ageing as a means to extend healthy life has historical links to medi-
cal deception, charlatanism, and greed (Gruman 1966). Historically, the quest for
immortality was couched within a ‘prolongevity’ message suggesting that ingesting
or injecting substances with alleged ‘anti-ageing’ properties could enable people to
recapture their lost youth. One of the most famous among these is the alchemist’s
dream to transmute lead into gold, which at the time of its origin was thought to
confer properties of immortality to those who ingested minute quantities.

In the late 19th century, the French physiologist Charles-Edouard Brown-
Sequard claimed to have discovered the secret to rejuvenation. Brown-Sequard
crushed the testicles of domesticated animals, extracted ‘vital’ substances from
them, and then inoculated older people against the ‘ageing disease.” Modern ver-
sions of these ancient ‘anti-ageing’ potions were described by the US Govern-
ment Accounting Office as posing the “potential for physical and economic harm”
(General Accounting Office 2001).

Finally, some scientists in the field of ageing have formed companies designed
to attract investors interested in cashing in on a possible breakthrough in the field
of ageing (Anton 2013). Although this approach enables some ageing science that
would not otherwise be funded, it can lead and has led to exaggerated claims and
unproven interventions that reach the marketplace before they are fully evaluated
using the tools of science. This, too, creates suspicion among the public, who
already have a difficult time distinguishing between medical fraud and genuine
public-health interventions.

Taken together, these historical and contemporary roadblocks to legitimacy
have delayed the entrance of ageing science into the realm of accepted discourse
as a legitimate and, quite frankly, valuable and needed public-health intervention.
However, these are not the only roadblocks.

Religious arguments

Religious objections are sometimes posed in response to proposals to enhance
public health by modulation of ageing. The objection usually starts from the
assertion that tampering with ageing is equivalent to tampering with God’s plan
for us — an effort that should not be pursued. However, this argument loses its
power when those proposing it admit that both they and their children have been
vaccinated against lethal childhood diseases. It is hard to imagine that God’s plan
is to kill most children from communicable diseases before the age of ten, but
up until the 19th century, that was humanity’s fate. Most people who make this
argument also admit that they would seek medical attention if they (or their loved
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ones) experienced heart disease or cancer. Why is one form of disease prevention
acceptable while another is not?

Population growth

When delayed ageing was first proposed as a public-health intervention in
the 1950s, rapid population growth was a concern because the growth rate in the
post-World War II era (between 1946 and 1964) was about 3 percent. To place
this growth rate into perspective, at that rate it takes the population only 26 years
to double in size. Thus, there was reason to be concerned about the population-
growth rate during most of the second half of the 20th century — this was alarm-
ing to both demographers and environmentalists. Although the rate of population
growth has attenuated considerably since 1950, the momentum for population
growth will remain with us through the middle of this century. However, envi-
ronmental concerns have escalated considerably. Population growth and resource
depletion should be on our minds, and these are issues that are appropriate to raise
when having a discussion about healthy life extension.

The thing is, those making this argument believe that delayed ageing will dra-
matically accelerate population growth, wipe out the reductions in the growth rate
achieved in recent decades, further challenge resource depletion, and generate a
new set of population and environmental headaches. As it turns out, none of these
concerns are valid.

With regard to population growth, I have estimated how the growth rate (GR)
would change with the hypothetical extreme scenario of immortality (i.e., no
more deaths) (Olshansky 2013, Table 1). Under the extreme scenario of immor-
tality, the GR would be about 1.5 percent (i.e., the GR would be defined by the
birth rate, since the death rate would be zero) — which is three times as high as the
current GR of about 0.5 percent. However, longer lives tend to be accompanied
by lower fertility, so I estimate a GR under conditions of hypothetical immortality
of about 0.9 percent — still twice the current GR. Since immortality is not likely
to happen any time soon, and since delayed ageing would yield only marginal
increases in life expectancy, the actual population GR would only rise slightly if
the Longevity Dividend is achieved.

In fact, the population GR would also rise marginally with a cure for cancer or
heart disease. I have yet to hear anyone argue that cures for these diseases should not
be pursued for the reason that success would be accompanied by accelerated popula-
tion growth and resource depletion. The bottom line is that the Longevity Dividend
Initiative will have a negligible effect on population growth and the environment, but
it will have a dramatically positive impact on work, retirement, healthcare financing
and costs, and physical and psychological well-being (Goldman et al. 2013).

Delayed ageing means increased infirmity

Perhaps the most common misconception and fear about ageing science and the
Longevity Dividend Initiative is the belief that delayed ageing will extend the
period of infirmity at the end of life — the fear that most people have as they
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approach older ages. There is an irony to this view, because while there may
be disagreement among scientists exactly how to accomplish the goals that have
been set, the one thing we all have in common is the final and most important goal
of extending the period of healthy life. An intervention that does not meet the test
of extending the health and functionality of both body and mind together would
not be pursued — in fact, such an intervention would be seen as harmful.

Emerging evidence indicating that delayed
ageing is a plausible target

Numerous studies have been published recently suggesting that delayed ageing
is a plausible target as a new public-health paradigm (Kennedy and Pennypacker
2014; Olshansky, Martin, and Kirkland 2015). But when a medical intervention
such as this arises, what might it look like? Details of potential therapeutic inter-
ventions can be found in a chapter written by Kirkland (2015). To summarize
briefly, maximum lifespan and age-related diseases have already been delayed in
some species using a single-gene mutation (Bartke 2011). Centenarians have been
documented to experience delayed onset of all fatal and disabling conditions with
its attendant compression of morbidity and disability (Lipton et al. 2010), leading
researchers to conclude that long-lived people (and their offspring) are likely to be
senescing more slowly than the rest of the population. Because delayed ageing is
likely to be a heritable trait, identifying the genes and related proteins that might
be contributing to this phenomenon is a potential therapeutic pathway. Caloric
restriction appears to be a viable method of extending healthy life in mammals
(Anderson and Weindruch 2012); the removal of senescent cells appears to reduce
chronic inflammation and promote reductions in numerous fatal and disabling
conditions (Kirkland and Tchkonia 2014); and a broad range of research studies
suggest that compounds such as rapamycin, metformin, flavonoids, and many
others, could have therapeutic effects resulting in a systemic deceleration in the
rate of biological ageing (for example, see Bannister et al. 2014). No one can
know with certainty at this time which of the many research pathways now ongo-
ing in the field are going to lead to a breakthrough in ageing science, but the fact
that there are so many promising opportunities means that a breakthrough coming
online in enough time to influence most people alive today is likely.

Rationale for the Longevity Dividend

The case for the Longevity Dividend is compelling and in theory should be easy
to make to funders, public-health professionals, and the general public. Here is
the line of reasoning:

(1) Treating diseases worked well in the past to extend healthy life, but in long-
lived populations ageing has emerged as the primary risk factor for the most
common fatal and disabling diseases.

(2) The longer we live, the greater the influence of ageing on disease expression.
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(3) Ageing science offers medicine and public health a new and potentially far
more effective weapon for delaying disease in the form of primary preven-
tion, extending healthy life, compressing morbidity, and altogether avoiding
many of the infirmities associated with old age (Butler et al. 2008; Goldman
et al. 2013).

(4) Failing to take this new approach could leave people who reach old age in the
future even more vulnerable to rising disability than they are now.

(5) Ageing science represents a new paradigm of primary prevention in public
health that will lead to more effective methods of delaying most fatal and
disabling diseases; extending healthy life; and reducing the prevalence of
infirmities more commonly experienced at older ages.

(Kirkland 2013; Sierra et al. 2009; Tchkonia et al. 2013)

Language used to describe the Longevity Dividend must be unambiguous. Much
as with the introduction of antibiotics in the mid-20th century and the broad dis-
semination of basic measures of public health a century ago, humanity is once
again fortunate enough to witness the rise of a new public-health paradigm. Age-
ing science has successfully turned the spotlight on the origins of our ageing
bodies and minds and disabling diseases that accompany us in our later years.
What the scientific study of ageing reveals shakes up a long-held assumption that
ageing is an inevitable and immutable by-product of the passage of time (Miller
2002), and these new discoveries fundamentally challenge the fatalist view that
ageing and death are nature’s way of removing the old to make way for the young.

Science has now demonstrated that ageing is inherently modifiable; most fatal
and disabling diseases are amenable to delay through a single intervention; and
morbidity and disability can be compressed into a shorter duration of time at the
end of life. Furthermore, there is reason to believe that ageing science can be
translated into new medical and public-health interventions that will be able to
combat fatal and disabling diseases far more effectively than any intervention
available today — yielding an extension of the period of healthy life in ways that
could not even be conceived of just a few years ago.

Although people who benefit from advances in ageing science will probably
live longer, it is the extension of healthy life that is the primary goal, along with
reductions in the infirmities of old age and increased economic value to individu-
als and societies that would accrue from the extension of healthy life.

Conclusions

The ethical and political implications of the interventions proposed under the
LDIC have been addressed extensively in the recent book by Olshansky, Mar-
tin, and Kirkland (2015). Suffice it to say that two ethical conditions should be
considered at once. The first is “What could happen if the current medical model
continues on with no significant effort or breakthrough in the field of ageing in this
century?” What we are likely to witness is not just an increase in the prevalence
of conditions of frailty as case-fatality rates from major fatal diseases continue
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to decline under the light of advances of the biomedical sciences; we may also
witness a significant worsening of frailty and disability as survivors live longer
into their frail years. The result could be an extension of the period of old age and
its attendant harmful disease states — with Alzheimer’s disease and other neuro-
logical conditions flaring up and out of control. Without any change in the rate of
ageing, further life extension much beyond where we are today could be harmful.

The second ethical consideration is “What would happen if we succeed with the
LDIC?” There is little doubt that a major breakthrough would initially be ineq-
uitably distributed. After all, there is not a single precious resource today that is
humanely and universally available to everyone. Has inequality stopped humanity
from inventing and disseminating vaccines, pursuing clean air and water, or creat-
ing temperature-controlled indoor living and working environments? Of course
not. We seek to improve life at the same time as we try to reduce disparities. Suc-
cess with the LDIC will also yield an increase in the size of the older population
throughout most of this century, and most of those additional years of life are
expected to be healthy. There would be challenges to age-entitlement programs
to be sure, but these same challenges would arise with a cure for cancer. Given
the alternative of curing a single disease and possibly extending frailty and dis-
ability because ageing marches on unaltered, or delaying ageing and simultane-
ously postponing the onset and progression of all fatal and disabling diseases at
once and experiencing morbidity and disability compression — the choice is clear.
We choose healthy life, and we believe that humanity would be far better off as
a result.

It is only a matter of time before ageing science acquires the same level of
prestige and confidence that medicine and public health now enjoy, and when that
time comes, a new era in human health will emerge. There is an abundance of
formidable obstacles standing in the way, including strongly held views on how to
proceed, a history of association with dubious ageing interventions, and miscon-
ceptions about the goals in mind and the impact of success on population growth
and the environment. Once the air clears and ageing science is translated into
effective and safe interventions that can be measured and documented to extend
our healthy years, the 21st century will bear witness to one of the most important
developments in the history of medicine.

Note

1 Acknowledgments: The MacArthur Foundation Research Network on an Aging Soci-
ety supported this work. Earlier versions of this manuscript were published in Public
Policy & Aging Report (Goldman and Olshansky 2013; Olshansky 2013).
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13 Paradoxes of planning later life

Anti-ageing practices and
the lived body

Larissa Pfaller and Frank Adloff

Introduction

9]

“Google Invests in Immortality”! is just one of the big headlines that has found its
way into international news since 2013 — the year Google launched the research
company Calico (short for California Life Company). Calico sees its mission as
“tackling ageing, one of life’s greatest mysteries™.? It wants to investigate the
very nature of biological ageing processes in order to develop interventions in
age-related diseases and prolong human life. Implementing findings from genetic
research, Human Longevity Inc. (HLI) — founded by Craig Venter, one of the
pioneers of the human genome project — is also pursuing the early treatment of
age-related diseases and conditions.

In contrast to these high-tech and sophisticated ventures, the actual anti-ageing
interventions offered by commercial industry and in medical offices seem quite
old-fashioned: They mostly comprise conventional medical provisions and
therapies simply repackaged with the attractive ‘anti-ageing’ label, or booklets
and magazines that offer guidelines for a long and healthy life. Thus, instead of
advanced and innovative inventions, commonsense lifestyle advice is provided —
for example, to engage in sports and maintain good nutrition. Moreover, the evi-
dence related to more advanced biomedical anti-ageing technologies is highly
controversial.

In German anti-ageing medicine, risk is the major category for thinking about
ageing. Ageing is understood as the essential risk factor for age-related diseases,
placing anti-ageing practices on the level of preventive medicine. In the inner
logic of prevention, insecurities and dangers are transformed into risks, which
can be calculated and thus controlled with regard to the future (Beck 1992). At
the same time, individuals are held responsible for making decisions concerning
later life based on future scenarios and relying on probabilities. In this logic,
future ageing processes can be shaped by making the right medical decisions
now. Thus, people are supposed to show responsibility not only for their cur-
rent conduct but also for their future medical fate. As a consequence, everyday
certainties concerning biological life are transformed into matters of malleabil-
ity. The underlying scientific prevention models statistically derive from popula-
tions and can be communicated only in terms of probabilities. In everyday life,



192 Larissa Pfaller and Frank Adloff

however, people reflect on their preventive behavior individually and in the light
of their personal experience.

The chapter takes this contradiction seriously. In contrast to the cultural con-
struction of anti-ageing as a genuinely medical project, it aims to understand the
symbolic value of everyday anti-ageing practices, which transcends questions of
scientific evidence and medical efficacy. Thus, we trace the attraction of anti-
ageing to a symbolic power extending far beyond a mere medical effect. For this
purpose, we take a close cultural-sociological look at those who are engaged in
anti-ageing practices in everyday life in order to reduce the symptoms of ageing,
to prevent or repair the functional ailments and diseases of old age, or even to
prolong their own life. In doing so, we rely on qualitative interviews and focus
groups, highlighting the central role of the lived body: While anti-ageing medi-
cine is associated with future risk and uncertainty, and the inner logic of preven-
tion can lead to a rat race of ‘never having done enough,” everyday anti-ageing
practices carried out in a self-caring way create a focus on the present, a positive
bodily experience, and thus provide emotional security.

Background: anti-ageing in Germany

‘Anti-ageing’ is primarily used as a promotionally effective label for a wide range
of commercial health, beauty and care products, and wellness treatments. Nev-
ertheless, the relevance of anti-ageing medicine should not be underestimated
(Stuckelberger 2008). Since the founding of the American Academy of Anti-
Ageing Medicine (A4M) in the early 1990s® — when the term ‘anti-ageing” was
coined (Spindler 2014) — anti-ageing medicine has established itself as a discrete
discipline. The A4M considers anti-ageing as the implementation of medical and
biogerontological methods and findings:

The phrase ‘anti-ageing,” as such, relates to the application of advanced
biomedical technologies focused on the early detection, prevention, and
treatment of ageing-related disease. Anti-ageing medicine complements
regenerative medicine, as both specialties embrace cutting-edge biomedical
technologies aimed at achieving benefits for both the quality and quantity of
the human lifespan.

(www.worldhealth.net)

In particular, the A4M emphasizes the potential of innovative technologies, such
as stem-cell therapy, therapeutic cloning, genetic engineering and genomics,
and nanotechnology, for fighting the symptoms of ageing — that is, preventing
or repairing the functional ailments and diseases of old age and prolonging the
health span, life expectancy, or maximum lifespan in humans. The A4M’s con-
cept of ageing as a treatable meta-disease and the associated “war on ageing” (de
Grey 2004) primarily influence anti-ageing medicine in the United States. But
anti-ageing medicine has also been established in Europe. Thus, the German Soci-
ety of Anti-Ageing Medicine (GSAAM) was founded in 1999. In German, the
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society’s name also includes the word ‘prevention’ in order to show its focus on
medical provision and — after the official separation of the GSAAM from its US
umbrella organization (Spindler 2014, 19) — to distance itself from the A4M and
its (in the German perception) overly commercialized and optimistic claims. In
German anti-ageing medicine, biological ageing is seen as more a risk factor than
a disease, as the GSAAM’s president, Prof. Dr. Bernd Kleine-Gunk, explains:
“Ageing is the process that most affects the probability of becoming sick and of
dying. We want to do something about this biological process.” Kleine-Gunk
also refers to the fact that in German everyday language, the term ‘anti-ageing’ is
primarily associated with cosmetic products unless the word ‘medicine’ is added:®
“For many people, ‘anti-ageing’ refers primarily to cosmetics or aesthetics — think
of Botox. The GSAAM and I understand anti-ageing medicine as a kind of pre-
ventive medicine, which focuses on ageing-related diseases, such as osteoporo-
sis, arteriosclerosis, degenerative arthropathy, or Alzheimer’s disease” (expert
interview).

With this focus on prevention and preventive medicine, the GSAAM also
addresses younger people. Under the paradigm of prevention, ageing is not just
an issue in later life but transforms into the ultimate (medical) risk factor. Thus,
anti-ageing medicine becomes the means of controlling the problems associated
with ageing. German anti-ageing medicine mainly uses conventional treatments,
although with prior individual risk diagnosis (Spindler 2014, 198 ff.), not least
due to the more restrictive German healthcare laws. In contrast to treatments that
become necessary on medical grounds, the cost of anti-ageing products and prac-
tices is usually not covered by German public health-insurance companies. Thus,
anti-ageing measures seem to be something special and — given the fact that health
insurers are thought to accept only costs for effective medical treatment — appear
somewhat dubious (Schweda, Herrmann, and Marckmann 2011). As a result, in
Germany, anti-ageing medicine is not considered an alternative to conventional
medicine (Watts-Roy 2009) and cannot be understood as a “patient-practitioner
movement” (Mykytyn 2006a) — as is the case in the US.

Notwithstanding the heterogeneous and controversial use of the term in different
national, socio-political, cultural, and practical contexts (Mykytyn 2006b; Spin-
dler 2009), as well as in biogerontological and social-science debates (Spindler
2014, 29 ft.; Vincent 2006), we reconstructed three distinct basic objectives that
proponents of anti-ageing practices — be they scientists, practitioners, or users —
pursue: (a) the aesthetic correction of visual signs and symptoms of ageing; (b) the
prevention or treatment of age-related functional failure, ailments, and diseases;
and (c) the prolongation of human life (elaborated in Pfaller and Schweda 2017).
Within these objectives, anti-ageing practices comprise cosmetic interventions,
such as the application of crémes, Botox, or filler injections (e.g., hyaluronic
acid, collagen, body fat) to relieve wrinkles, laser therapy or chemical peeling to
remove age spots; surgical interventions, such as face-lifts, to tighten the skin; and
lifestyle interventions (e.g., avoiding alcohol and smoking, maintaining a healthy
weight, and having regular preventive check-ups) as well as nutrition (e.g., caloric
restriction and sports). There is also a range of dietary supplements (e.g., vitamins,
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antioxidants, functional food) and pharmaceutical interventions (e.g., hormone-
replacement therapies using human growth hormone (HGH) or dehydroepian-
drosterone (DHEA) to sustain muscle mass and bone density, statins or chelation
therapy to prevent arteriosclerosis or cancer, or Viagra™ to repair erectile dys-
function). Life extension can aim at prolonging both individual life expectancy
and biological lifespan. Visions of radical life extension or biological immortality
focus on methods for slowing down, stopping, or reversing biological senescence
(de Grey and Rae 2007).

Methods

The research presented in this chapter was part of the project “Biomedical Life
Plans for Ageing” funded by the Germany Federal Ministry of Education and
Research.® In this project, 12 focus groups and 20 narrative interviews (with a
total of 96 participants) were conducted with persons engaged in anti-ageing prac-
tices and interested laypersons. Our interpretation is also based on expert inter-
views, observations of conferences and events, and document analysis.

All of the interviewees and participants in the focus groups were recruited
through flyers, as well as advertisements in specialized online forums, snowball
sampling, and relevant public events. Recruitment took place in accordance with
the Grounded Theory approach of theoretical sampling, in which the search for
minimal and maximal contrasts serves as a leading principle (Glaser and Strauss
2009). Similar and diverse cases were sampled to reconstruct the smaller sec-
tions of the field and to understand the entire spectrum of cases. Thus, the overall
sample was developed in a step-by-step mode, iteratively referring back to the
ongoing data analysis until empirical saturation was reached. During the recruit-
ing process, all the respondents were informed about the consultation method,
data protection, and incentives.

In the selection of participants and the composition of the focus groups, we
aimed for a balance of both age and gender. The selected participants signed an
informed-consent sheet that explained the project’s aims and setting in detail.
Before the study was launched, it was approved by the institutional review board
(IRB) of the University Medical Center Gottingen. The interviews and focus
groups were conducted in different German cities (Erlangen, Gottingen, Berlin,
Rostock, Niirnberg, Miinchen, Leipzig) in 2011 and 2012. The focus groups were
moderated by two facilitators using a semi-structured questionnaire comprised
of questions on the practice and importance of anti-ageing and preventive-health
provisions, as well as scenarios on the chances and risks of life extension. The
discussions and interviews were audiotaped and the recordings were transcribed.
The respondents were given pseudonyms, preserving only information on their
gender (Ms./Mr.) and age (in parentheses behind the pseudonyms’ initials). The
final sample comprised a broad socio-demographic variety, allowing us to explore
lay perspectives on anti-ageing in Germany across a wide range of individual
viewpoints, situations, and backgrounds. The participants’ ages ranged from 20 to
85, with an average of 56 and a median of 61. They represented a great diversity
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of educational, professional, and socio-economic backgrounds from western,
eastern, northern, and southern regions of Germany, rural as well as urban. The
gender ratio (36 male, 60 female) appeared acceptable given both the well-known
gender bias in the willingness to participate in a focus group and the interest in
the topic of prevention.

In the interpretation, we followed the documentary method (Bohnsack 2010)
and thus a reconstructive paradigm. Taking into account that meaning is always
created in the course of a concrete sequence of speech acts, both the focus groups
and the interviews were analyzed using a sequential analysis (Nohl 2009), and
individual statements could be interpreted as ‘documents’ of overarching indi-
vidual orientations.

Paradoxes in planning and prevention

In general, our study uncovers a broad spectrum of attitudes toward anti-ageing
medicine among German users and interested laypersons — from total rejection
to active and ardent pursuit and promotion (for details, see Schweda and Pfaller
2014). In the following sections, we take a close look at the role of the experience
of the lived body in dealing with uncertainties regarding preventive anti-ageing
measures.

Anti-ageing medicine as prevention is generally directed toward the future. At
the same time, the future is conceptualized not only as uncertain, but also as threat-
ening. Especially in German anti-ageing medicine, ageing is understood in terms
of risk and probability statements. The following quote from Prof. Dr. Kleine-
Gunk can be interpreted along this line of thought:

Many people ask: “What should I take?” My reply is always: ‘That’s the
wrong question. You should start by asking yourself what you should do.’
Currently, therapeutic anti-ageing is mainly a lifestyle program . . . . Eighty
percent of all diseases are not fate, but are due to lifestyle, wrong nutrition, or
environmental influences and thus they can be prevented.

(Expert interview)

In short, when ageing is understood as a statistical risk factor, the individual body
is identified as the origin of these risks. The ageing person carries individually
detectable risk factors, which are located in the ageing body as a biological dis-
position. Hence, for users of anti-ageing medicine, one’s own body is not only
permanently threatened by the risks of ageing, but also threatening in itself:

What I deeply hope is really to live as long as possible, perhaps also to over-
write my genetic program a bit.
— Mr. L. (32), interview

The use of anti-ageing medicine here involves a kind of bet on the future, and
the knowledge regarding biomedical genetics is found interwoven with the
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everyday-life principle of hope (for the entanglement of ‘regimes of truth’ and
‘regimes of hope’ in anti-ageing medicine, see Schweda and Pfaller 2017).

At first glance, the attraction of anti-ageing practices can be described as a
paradoxical attraction, because the effects of anti-ageing interventions as pre-
ventive and directed to the future cannot be perceived or measured by the users
themselves — except in the case of direct cosmetic interventions, such as surgery
or Botox. The benefits of anti-ageing measures in terms of the creation or main-
tenance of health, beauty, or longevity, as promised by medicine or industry, take
effect in the future — if at all. And even then, it cannot be proven beyond doubt that
the effects are due to one’s past behavior:

Of course, it is in your hands. . . . But you never know how much it actually
brings about . . . . Just to live maybe a year longer. And you never know if it
really accounts for that one year.

—Ms. T. (52), focus group

As anti-aging practices are basically directed toward ageing and later life, we can
follow Lengwiler and Madarasz in their description of two essential paradoxes of
preventive practices. First, they find a basic contradiction between scientific pre-
ventive claims and preventive practices in everyday life, a kind of socio-cultural
dissonance in preventive ideas of experts and laypersons. Scientific prevention
models are rational, derive from collectives and populations, and can be commu-
nicated only in terms of probabilities. In everyday life, however, people consider
their preventive behavior individually and in light of their own experience (Leng-
wiler and Madarasz 2010, 16). The second paradox in preventive logic relates to
the non-intended increase of uncertainty. Following preventive imperatives, for-
merly harmless practices — such as eating, drinking, or sports — appear to become
medical risks (Lengwiler and Madarasz 2010, 17). In the case of anti-ageing prac-
tices, we can even speak of a double insecurity, given that these interventions are
controversially discussed in view of their scientific evidence base, medical effi-
cacy, and risks — particularly with regard to attempts to delay ageing or extend life
(Binstock 2004; Butler 2001; Butler et al. 2002; Ehni 2013; Olshansky, Hayflick,
and Carnes 2002a, 2002b; Olshansky, Hayflick, and Perls 2004a, 2004b).” Anti-
ageing practitioners still use mainstream medical interventions, although individ-
ually designed for each patient under the anti-ageing label (Fishman, Settersten,
and Flatt 2010). Against this background, the promises of anti-ageing medicine
seem rather suspect. Olshansky, Hayflick, and Carnes (2002b) even state that
“anyone purporting to offer an anti-ageing product today is either mistaken or
lying” (Olshansky, Hayflick, and Carnes 2002b, 92).

It stands to reason that anti-ageing practices not only can be seen as attractive
offers to reduce the signs of ageing, but also create further uncertainties. More-
over, even the users of anti-ageing practices declare that they do not fully believe
in their effects. Therefore, anti-ageing practices should actually be plunged into a
legitimation crisis, because there is neither scientific proof nor — despite plentiful
sources of information — well-founded directives for everyday life.
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The rat race of anti-ageing practices

From the perspective of prevention, the body seems to be degenerative, threatened
by the procession of time, and never perfect. The very wording found in anti-ageing
medicine — for example, ‘hormone replacement’ or ‘supplementation’ — classifies
ageing bodies as mainly lacking (of hormones or vitamins) and therefore as degen-
erative and deficient (see also Pfaller and Adloff 2017). In the ‘war against age-
ing,” prevention does not aim to create something new or better; rather, it seeks to
avoid the occurrence of something worse, such as disease or death. Users describe
dealing with ageing processes using metaphors of fight and defense, which are
directed against visible symptoms interpreted as caused by ageing:

Certainly, I want to control and also slow down the symptoms of ageing that
will inevitably occur . . . . And there are things that can be kept under control
by lifestyle or healthy diet, but there are also changes like wrinkles that you
have to fight against with interventions like Botox or fillers.

— Ms. D. (56), interview

The symptoms occur “inevitably”; they can be delayed but never entirely pre-
vented. Thus, as a matter of principle, this project of prevention can never be
finished; it is always possible to do more (Brockling 2008). Hence, the goal is
a kind of optimum, yet it can never be reached. At the same time, one’s body
is seen not only in relation to a possible future body, but also in relation to an
imagined ideal:

I thought a person always has to present an ideal, and what I had was not

enough . . . . I have already had injections below the skin, in my lips, and my
nasolabial fold. Not to change my face but to make it ideal again, to cover the
tracks . . . . First, one has to try to make the body fit, so eating as healthily

as possible, exercising a lot — so that one stays in a healthy frame, or first of
all discovering sports, with which one can optimally keep in shape. So, how
do I keep myself fittest? And how do I feel most comfortable? And that also
contributes to my health.

— Ms. A. (29), interview

Consequently, anti-ageing practices create a body suspended in an everlasting
state of comparison. First, there is an imagined ideal that can never be reached,
because its construction fundamentally includes elusiveness; the aim of preven-
tion, as the example illustrates, is not a condition of being fit, being healthy, or
being well, but perpetual optimization without a defined endpoint (“as healthy as
possible,” “fittest,” “most comfortable”). Second, there is a future body that can-
not be perceived and is present only in the imagination.

However, if we connect these imaginings with the intention to realize them, the
result is an overt action. During the planning phase, the action is rehearsed as a
fantasy. Following Alfred Schiitz (1932), it can be said that planning action means
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anticipating the results of the action in the future tense II — that is, the future per-
fect simple. I imagine a future in which something will have been done (1 look at
the future in modo futuri exacti). The action can be seen as a completed act. At a
later time, I will be able to reflect on my act and evaluate it based on how far the
past anticipations have become real. Thus, current action cannot be reviewed with
regard to the intended and anticipated results, only the completed — and therefore
past — act (see Brauer in this volume).

Prevention, however, is a mode of action that can never be reviewed from the
future point of view, because it is always an ongoing action and never a com-
pleted act. Therefore, we can never really know whether prevention succeeds. It
has a hypothetical implication that can never be reviewed; it is a kind of safety
measure that we think will be of relevance. The aiming points are always shifted
and deferred into the future; the moving target of successful prevention is thus
never reached. The situation becomes worse through medical progress: Time and
again, medicine propagates new means and new goals for anti-ageing measures
and prevention.

Anti-ageing practices have led to an unsatisfying rat race: If they follow only
the inner logic of prevention, they can never come to an end. There can never be
enough prevention. In the following section, we describe the role of the body as a
lived body in overcoming this logic and transforming anti-ageing practices from a
high-strung rat race into a meaningful and fulfilling part of everyday life.

The lived body in discipline and self-care: overcoming
the paradoxes and leaving the rat race

As we have seen, in understanding ageing as a risk factor, the body is threatened
and threatening at the same time because it is exposed to inherent risks. There-
fore, it is necessary to observe and control it; as a result, anti-ageing practices
become a war against one’s own body with its dispositions and changes. The
body is thus seen as something problematic that needs to be controlled, shaped,
and transformed. Anti-ageing interventions are often linked with practices that are
experienced in everyday life as stressful and costly. And thus users say that they
have to discipline themselves to carry them out regularly:

Regular exercise, you really have to get over yourself for that . . . that’s dis-
cipline for me, getting up and going out, year after year, at six o’clock in the
morning, when it’s raining, in the dark, in the winter, or when it’s cold . . . .
Of course, after a certain age you’re fighting weight problems . . . and here
exercise helps to keep it more or less under control. And this takes us to the
next discipline: diet. For example, I’ve stopped eating white bread, actually I
eat very little bread in general.

— Ms. D. (56), interview

Here, anti-ageing measures involve self-discipline, which is also documented
in the metaphor of the struggle (“fighting”) against changes in the body. Under
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the control of self-discipline, the body seems to be permanently objectified and
instrumentalized.

But as the philosophical anthropology of Helmuth Plessner (1975) has pointed
out, we can always have two different attitudes toward the body. On one hand,
we can have the perspective that the body is an objective fact, an instrument of
our will, an object and a resource that may decline as people grow old. Thus, we
have a body that we can control and use as an instrument. On the other hand, we
are our body. There is no self that can be totally dissociated from the body. The
self and the body are the same in most situations. Thereby, humans Aave bodies as
objective bodies and humans are bodies as lived bodies.®

In the rat race of prevention, anti-ageing practices focus on the aspect of hav-
ing a body and objectifying it, being able to shape it, and comparing it with other
bodies. However, in everyday life, humans always have to balance the two aspects
of having a body and being a body. A resolution of the difference is impossible:
We can never stop being a lived body, and we need to objectify the body. If we
only had an objectifying and reflexive attitude toward the body, our ontological
security — which relies on the certainties of the lived body — would become pre-
carious. For persons engaged in anti-ageing practices, these practices also involve
experiences of being conscious and living in the present, ‘listening’ to one’s own
body, and taking good care of it:

And that is this listening to my body. I did not do this before, because I
ignored everything. Okay, maybe it is because now I simply have more time
to perceive myself and my body . . . . Clearly, there are many people who burn
the candle at both ends. But as I said, that rests on the individual. In my opin-
ion, everyone is responsible for him- or herself, and takes care of themselves,
no matter what the context.

— Ms. C. (56), interview

In consciously dealing with oneself and one’s own body (“perceive” as opposed
to “ignored,” “takes care of themselves” as opposed to “burn the candle at both
ends”), the body appears precious and worth protecting in the implementation of
anti-ageing practices. This self-caring and intensive preoccupation with the self,
listening to and feeling the body, relates to basic everyday activities such as eating
and drinking:

I always ask myself: What’s the reason? Why am I not balanced? Then we
come to the questions of how I feel about my body, how I perceive myself,
and how much I take care of myself . . . . Do I drink enough? Does my body
have enough water? Do I eat well-balanced meals? How do I feel, how do I
look?

—Ms. A. (29), interview

In addition, using anti-ageing practices as self-care can contribute to personal
identity. Thus, if Ms. C. “listens to her body” and “takes care of herself,” she
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can dissociate herself from those who overexploit their bodies. Here, self-care is
framed as part of a call for personal responsibility (“everyone is responsible for
him- or herself”), yet this involves not only a positive orientation toward the self,
but also a negative one:

Life is price and profit. And people, or human beings, only want the profit,
but have never learned to pay the price and are also not ready to do so. Yes,
if I want something, I have to be ready to pay for it, in whatever form. And if
I smoke, if I drink alcohol excessively, if I take drugs, if I do something
else to botch my life — fine, I can do it, but then I also have to accept the
consequences.

— Ms. E. (66), interview

The logic of ownership, here metaphorically framed as “price and profit,” aims
in two directions: On one hand, if a person would like to stay healthy and live
long, something has to be done for this (“one has to pay for it”). On the other
hand, the consequences of a failure or negative behavior must be borne, because
this is defined as “botching” an individual life — or as Mr. K. puts it, “wast-
ing” one’s life. Moreover, self-care can be achieved only if one’s own self is
sensed and perceived. One should therefore “consciously do what is good for
the body and the spirit” (Mr. K., 66, interview). This conscious treatment of the
body should be described as care and looking after oneself, rather than merely
observing, controlling, and disciplining. In this dialectic of self-discipline and
self-care, the feeling and bodily sensing of the here and now becomes an impor-
tant facet of anti-ageing practices. The self-discipline required for the imple-
mentation of many anti-ageing practices is not just experienced as a constraint;
it provides structure and orientation in everyday life, thus assuming a stabilizing
and safeguarding function.

As a consequence, in performing daily practices that may be difficult and
exhausting but are routinized and ritualized, those engaged in anti-ageing prac-
tices reach a kind of lived presence, practical certainty, and thus ontological
security. If daily anti-ageing practices can be integrated into the habits of the
lived body, the users can profit — whether or not the effects of these practices are
actually realized in the future. By performing anti-ageing practices, they are able
to dissociate themselves from lifestyles experienced as negative and to position
themselves as self-caring and rational actors.

Discussion and conclusion

In the ‘age of prevention’ (Brockling 2008, 40), modern society not only takes up
the cause of a healthy population, but also induces an altered self-relation of its
members. Because modern preventive medicine presents the individual lifestyle
as a precondition for healthy life and ageing, the responsibility for health issues
is assigned to individuals and becomes a relevant reference in their everyday
life. Thus, the paradigm of prevention becomes a political program as well as a
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template for our daily life, while the ‘preventive self’ (Lengwiler and Madarasz
2010) becomes a modern social figure.

In the case of anti-ageing medicine, the logic of prevention is based on the
socially imagined possibility of successful, young, or active ageing. Anti-ageing
medicine considers the individual body as a shapeable and improvable object. At
the same time, it appears as corporal capital (an instrument and resource) that is
lost with old age (Schroeter 2009). In this objectifying attitude, the Janus-faced
character of human existence as having a body and being a body is systematically
ignored (Plessner 1975).

The ageing body seems to be an inadequate means for expressing a self that is
experienced as younger than one’s chronological age (Featherstone and Hepworth
1991). Hence rejuvenation appears necessary in order to establish a coherent
relationship to one’s body. Nevertheless, we always feel and empathize with our
ageing body and consider it a part of ourselves. This physical sense, and the cor-
poreality and presence experienced in everyday life, constitute limits to a strictly
objective optimization of the human body and at the same time introduce a degree
of freedom regarding the requirements of anti-ageing medicine.

Our empirical analysis has attempted to state how this process may transpire. At
the same time, these findings raise further questions for sociological research: The
popularity of the semantics of ‘mindfulness’ toward one’s own body indicates, for
example, that the experience of corporeality is not simply a ‘natural fact’ (Nehring
and Ernst 2013). The body is neither given without socio-cultural presuppositions
nor completely constructed. Therefore, in the analysis, it has to be considered
as a dimension of and participant in practices. The vocabulary of mindfulness is
not only used in everyday language, but also rooted in the felt corporeality that
unfolds a disproportionately greater cultural power — and this makes it tangible
for sociology. In this sense, our contribution underlines that sociological analysis
has to take the interaction of body, corporeality, and cultural imagination seriously
and systematically include it in the reconstruction of practices. Only in this man-
ner can we grasp the full scope of a practice such as anti-ageing.

Along these lines, our considerations indicate that engaging in anti-ageing
practices is not merely an effect of general social developments. Rather, the users
themselves produce and reproduce the significance of anti-ageing practices in
their concrete everyday life. Therefore, anti-ageing must also be reconstructed
from the perspective of those who, for example, buy anti-ageing products, use
services in anti-ageing practices, follow a radical calorie restriction, or take hor-
mones and dietary supplements in order to live longer and healthier (Pfaller 2016;
Watts-Roy 2008, 2009). In this vein, our considerations contribute to the broader
field of “cultural gerontology” (Twigg and Martin 2015), because the fact that the
appeal and success of anti-ageing practices cannot be credited to actual medical
effects does not necessarily mean that its users fall for the ‘false promises’ of the
anti-ageing industry. The empirical material in no way suggests that users are
grasping at straws in the sense of the “Dorian Gray Syndrome,™ a desperate and
frantic clinging to youth, or that the measures and related promises of anti-ageing
are completely far-fetched. The appeal of anti-ageing practices can be understood
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by analyzing these practices as concretely embodied in everyday life. Thus, our
results point to the symbolic and performative potential of anti-ageing, which
goes beyond the mere medical or cosmetic effect of a product. This potential can
be adequately exposed only by reconstructing the everyday life of the relevant
actors: Anti-ageing practices offer an ideal platform for people to present mod-
ern knowledge and value orientations, to act as rational actors and self-caring
and independent subjects. These practices can help orient individuals and provide
them with concrete ways of structuring their everyday life. Through the meanings
involved in engaging in anti-ageing practices, the paradoxes of prevention are
countered with practical certainty, thus creating an emotional security based on
positive physical experience rather than medical evidence.

Notes

1 Ronald Bailey, “Google Invests in Immortality,” Reason.com, https://reason.com/
blog/2015/03/10/google-invests-in-immortality.

2 Calico LLC, “Calico,” www.calicolabs.com/.

3 For the A4M, different founding dates can be found: On www.worldhealth.net/about-
adm/, the year is 1991. On www.a4m.com/about-adm-overview.html, 1992 is men-
tioned. On Wikipedia, 1993 is mentioned.

4 Quotes from expert interviews, individual interviews, and focus groups were translated
into English.

5 In the Anglo-American world, ‘anti-ageing’ is associated more with anti-ageing med-
icine and, in particular, with hormonal therapy. In Germany, ‘anti-ageing’ is primar-
ily associated with cosmetic measures or products and hardly with genuine medical
interventions. In the recruitment process and in the interviews and group discussions
that provide the data basis for this article, this fact was taken into account by always
explicitly speaking of ‘preventive medical measures.” However, the more intensively
users deal with anti-ageing practices and, for example, use medical and pharmaceutical
services, the more likely they will associate the concept with the field of medicine.

6 The aim of the interdisciplinary joint project of medical ethics at the University Medical
Center Gottingen and Sociology at Friedrich Alexander University Erlangen-Niirnberg
was to better understand the importance of biomedicine for life planning with regard to
aging and dying. Two practices — the living will and preventive/anti-ageing medicine —
were considered. In addition to the analysis of users’ everyday lives relevant for this
article, the expert discourse and the institutional framing of the practices were also
reconstructed (document analysis, expert interviews, observations at congresses and
events). Taking part in the project were Silke Schicktanz, Frank Adloff, Mark Schweda,
Larissa Pfaller, and Kai Brauer. 2010-2014, Project No. 01GP1004. See also www.
biomedizinische-lebensplanung.uni-goettingen.de.

7 Stuckelberger (2008) seems to be optimistic with regard to the development of effective

anti-ageing measures but pleads for strict quality and safety testing.

In German, this is the distinction between ‘Korper’ and ‘Leib.’

9 “Das Dorian-Gray-Syndrom als psychoanalytisches Konzept,” http://dorian-gray-
syndrom.org.
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14 The visionary shaping of
dementia research

Imaginations and scenarios in
biopolitical narratives and ethical
reflections

Silke Schicktanz

Introduction

“The past lies in the future”: This motto can be referred to the special attention
given to memory and memory loss in dementia which also is applied in the movie
Rise of the Planet of the Apes directed by Rupert Watt.! In this 2011 prequel, fans
of the original late 1960s sci-fi movie The Planet of the Apes not only learn how
the apes became so intelligent that they managed to rule and even domesticate
humans, but also how important today’s Alzheimer’s dementia research is. Demen-
tia, a condition mainly neglected in the collective memory of public health until the
end of the 20th century, has now gained so much popular attention that some even
speak of a “cultural dementia boom” (Swinnen and Schweda 2015, 10).

In the 2011 movie Rise of the Planet of the Apes, in present days a new (somatic)
gene therapy targeted at dementia and applied in nonhuman-primate experiments
significantly boosts the primates’ social and cognitive intelligence. The movie’s
story relies on the scientific idea that increased cognitive resources are the silver
bullet against the illness of ‘forgetting.” Feeling inspired by the outstanding intel-
ligence performances of the tested chimpanzees, the young leading researcher
(here rather a failed hero than a mad scientist) is tempted to apply the new drug
to his demented father. He does so, bypassing common professional ethics of
informed consent of his father or any review-board assessment, justifying his
actions as a case of ‘ultimate ratio’ and by his passionate love for his father.

Although the movie, overall, presents more fiction than science, there are allu-
sions to some historical scientific facts. For example, in the movie the success
of the illicit treatment for the demented father is brief and unsustainable; this is
reminiscent of the famous story of Awakenings, a 1990 movie based on neurolo-
gist Oliver Sacks’s (1973) published memories of the first treatment of neurologi-
cal patients with encephalitis lethargica where the application of L-DOPA revealed
the still complex feelings and intentions of patients but did not lead to a heal-
ing or long-term treatment. Both movies’ lesson for research ethics is that some
problems or side effects are often unforeseen in modern research. In Rise of the
Planet of the Apes, the somatic gene therapy of a pregnant chimpanzee leads to
a transfection to her offspring by inserting the ‘new genes’ into the gene pool of
the fetus. Hence, this baby chimp develops, after being saved during a laboratory
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accident and then raised by the young researchers and his demented father, into
a cognitively and socially perfectly equipped ‘human ape’ — later becoming the
leader of the new race of apes.

Apart from the many interesting ethical provocations this pop-cultural account
offers — including themes such as animal minds being similar to human minds, the
criteria for achieving (or losing) personhood status, and the possibility of ‘enhanc-
ing’ species by transgressing common boundaries of clinical research — the aim of
finding a ‘silver bullet’ against dementia seems morally unrevoked.

There is a common sense that any healing or efficient treatment for dementia
would be a noble thing, but it still remains fiction rather than science. Apart from the
Hollywood-blockbuster strategies of oversimplification and of using stereotypes,
Rise of the Planet of the Apes illustrates to a great extent many critical, interlinked
issues within the broader debate on dementia research? and how we address to vari-
ous types of future anticipations for developing an individual as well as a collective
perspective about dementia in general and dementia research in particular.

In the following, I will discuss the critical issues and open questions and related
phenomena from a normative point of view in three main steps. First, I will crit-
ically analyze how imaginations and worst-case scenarios are used in the bio-
politics of dementia. I use the term ‘biopolitics’ here in regard to publicly made
claims or accounts about the value of life sciences or healthcare by representatives
of institutions or politically active actors, in situations in which the normative
agenda is often rather hidden. Second, I will highlight specifically how differ-
ent cultural resources of images or worst-case scenarios are activated by vari-
ous stakeholders to argue in favor of or against dementia research. I will focus
on political, administrative stakeholders and then on patient advocates or patient
organizations and show how “neurocultures” (Williams, Higgs, and Katz 2012)
frame such biopolitical endeavors. Third, I will elicit from a more general moral
point of view the use of imaginations, scenarios, and later-life planning to guide
individual and collective decisions. For this, I will expand the scope and explore
some essential aspects of how anticipation guides our long-term decision-making
by taking psychological and decision-theoretical insights into account. In this
way, I will examine how negative anticipations of future events can particularly
influence our planning, and therefore our dealing with and developing of such
negative anticipations requires special normative attention.

So, overall, I will not argue for eliminating or deleting imaginations and scenar-
ios from our discourse but make a case for a more reflective and norm-grounded
use of such anticipations in the public and expert debate on dementia and ageing. I
will illustrate how bioethics should always be understood as culturally embedded.
Reflecting on these cultural perspectives as a positive source and provocation of
bioethical content relies on a dialectic nature of reasoning.

The biopolitical doubling effect of anticipation:
from dementia care to risk prediction

Dementia is understood as a syndrome of progressive or chronic nature that impairs
aperson’s cognitive functions, including his/her memory, orientation, planning and



Visionary shaping of dementia research 207

learning abilities, comprehension, language, and judgment. In its advanced stage,
it includes serious motor and sensory impairments. Alzheimer’s disease (AD), one
of the most common forms of dementia, dominates the public’s perception of this
sydrome. Several therapies are being tested, but a cure is still not available. Thus,
existing medication only moderates symptoms for some AD patients. According to
current theories, a major reason for this is that AD is a form of slowly progressing
dementia with a long pre-clinical phase that starts with an asymptomatic stage and
transforms into a symptomatic stage involving subjective or mild cognitive impair-
ment (SCI/MCI); AD eventually develops into a clinical syndromal disease with
an already advanced pathology (Hampel et al. 2014). Current research in diagnosis
and treatment targets this so-called prodromal stage of AD. Predictive biomark-
ers are currently used in different types of (primary and secondary) prevention
trials, involving the long-term hope that this can delay or even prevent the onset
of dementia in the future (Sperling, Karlawish, and Johnson 2013; Le Couteur
et al. 2013). The term ‘biomarker’ includes “clinical, cognitive, imaging, genetic
and biochemical” (Weiner et al. 2010) approaches. Biomarkers are used “to deter-
mine the likelihood of cognitive and functional progression that will occur within a
defined period” (Albert et al. 2011, 5). The effective use of such biomarkers in the
clinical field will require the ability to predict a probability of decline or progres-
sion of dementia in an individual person for a specific time interval with a single
biomarker or multiple ones. The MCI stage seems especially useful as a baseline
for further predictive biomarker research and prevention trials, as it is much better
validated now. Although earlier attempts at using genetic testing for AD (APOE in
particular) are no longer recommended due to a very low predictive value, various
biomarkers are currently being developed.® These are examined in various inter-
national multicenter studies, to test and compare their clinical predictive validity
through prospective longitudinal research (Vellas et al. 2011). This research aims
at defining scores and standardized, reproducible protocols. This is an ongoing
research-validation process, as a current study by Vos et al. (2015) has revealed
variance and different predictive values of existing protocols for MCI due to AD.
In light of this variance, the challenges of risk communication become evident: It
will be difficult to provide information on not only whether there is a higher risk,
but also which probability or test validity this assessment of risk is based on.

These new forms of risk prediction indicate that research is shifting from a
focus on care and living with dementia to the aim of prevention and/or curing
of dementia.* Overall, this seems to be a legitimate goal. However, what we are
observing here is what I call the ‘doubling effect’ of dementia anticipation. First,
there is the mostly unavoidable individualized anticipation every affected person
has to struggle with in the case of an early diagnosis of dementia. This can already
be classified as ‘passage’ into a new illness identity (Glaser and Strauss 1971;
Orona 1990). From an everyday-life perspective, it entails not only adjusting to
limited physical or cognitive resources and to social stigma, for example, but also
anticipating, making, or delegating decisions concerning care, driving, financial
issues, housing, exercise, eating or drinking habits, and so on.

However, the new paradigm of dementia as a continuum and the current
focus on prediction or identification of at-risk persons adds another layer to this
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individual, ordinary issue of anticipation. What is needed in addition is a collec-
tive form of anticipation encompassing what to do when with whom in which
stage of at-risk, prodromal, early, or late dementia. The concept of prediction
not only creates a new group of affected persons (Schicktanz 2015; Schicktanz,
Schweda, and Franzen 2008) but also involves a collective perspective entering
all individual questions on a socio-political side: When and how do we need to
‘inform’ or confront people with such predictions? Does a risk of dementia mean
we should prepone basic decisions about financial, care, or end-of-life issues?
How do public or healthcare institutions foster the idea that making decisions
under risk prediction or uncertainty is better than just surrendering to fate (Schick-
tanz et al. 2014)?

Various authors have pointed to conceptual problems of prodromal dementia
and MCI (e.g., Mukadam et al. 2015; Werner and Korczyn 2008), as there is a
complicated entanglement of pathological and normal cognitive decline in ageing
(Lock 2013; see Werner and Schicktanz in this volume).

However, these important debates are unlikely to hinder the broad implementa-
tion of biomarkers in clinical practice in the not-too-distant future. This can be
assumed by the success story of genetic testing for non-treatable or late-onset dis-
eases. Because despite the questionable necessity of assessing risk for certain dis-
eases, despite ethical concerns, and despite legal loopholes (see below), biological
predictors of disease hold a general fascination for some people, and for them it
remains relevant to obtain visions of their future, as they want to plan ahead.

Moral framing of predictive testing as knowing
or not knowing the future

The prevailing question in genetic testing is whether we want to know or rather
not. Following from here, one can ask how the ethical and legal approaches that
have been developed along the lines of a ‘right to know’ as well as a ‘right not to
know’ (including the emerging ‘duties to know’ in the field of genetics) can be
applied to the predictive application of other biomarkers for diagnosing prodro-
mal dementia (Beck and Schicktanz 2016). The leading consequential question
of which psychological and social risks may arise from such early knowledge is
prevalent in the medical-professional context, for good reason: It corresponds with
the professional duty to promote well-being and avoid harm by disclosing or not
disclosing the results of a predictive test. Especially in cases of late-onset diseases,
such as dementia, one can critically question whether there is any benefit, from an
individual or a social point of view. The medical profession has a gatekeeper func-
tion and responsibility to foresee effects (such as psychosocial ones) of how the
affected person will cope with this information. The dilemma of predictive medi-
cine has led to numerous national genetic testing laws and international guidelines
around the ‘right to know’ for those who want to be tested, enabling them to have
access to results of genetic testing, but also ‘the right not know’ for those who do
not want to know. Both combined rights were introduced in 1997 by the Council
of Europe’s Convention of Human Rights and Biomedicine, and they represent
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the practical-ethical and legal standard for protection of the individual right to
self-determination in the context of predictive medicine (Andorno 2004). A para-
digmatic case is genetic testing for Huntington’s disease (HD), a late-onset, non-
treatable neuroprogressive disease. Current standards for genetic counselling in the
case of HD require intensive pre-test genetic and psychosocial counselling. Profes-
sionals have to stress the fact that testing is voluntary and provide comprehensive
post-counselling about the scientific meaning of being ‘at risk,” including likeli-
hood, penetrance, and variations, even if HD counts as a case with a relatively high
level of prediction. Moreover, all affected persons should receive sufficient infor-
mation about social, economic, and psychological effects once the diagnosis is dis-
closed. Finally, there are requests for providing sufficient time for decision-making
(MacLeod et al. 2013). These rules are defeated in cases of diseases for which no
efficient treatment is available, and therefore the main value of such disclosure can
be seen in the relief or personal value of knowing. In this sense, the debate has tried
to fix the dilemma of predicting late-onset diseases by focusing on the professional
duties of proper information and well-reasoned communication. Overall, we can
learn from the ethical debate of genetic testing for late-onset, untreatable diseases
and assess how professional standards of counselling should also be applied to pre-
dictive dementia testing (Beck and Schicktanz 2016). However, from a moral point
of view, the question of whether professionals should respect the right to know (or
the right not to know) is not the only relevant one. In addition, we need a change of
perspective: We need to put ourselves in the shoes of those to be tested. Morally, it
is a crucial question of personal wisdom and individual responsibility whether we
would like to know how we will age. Do we really want to know which age-related
disease we might have to face in the next 10, 20, or 30 years, and, if so, what will
we do with such information? As in the case of dementia prediction, current risk
prediction is even vaguer than in cases of, for example, HD; therefore the value of
the knowledge of risk can be critically questioned.

One way to deal with this question is to reject any deterministic insight into our
fate by assuming that our ignorance of tragic events such as the hour of our death
or major calamities ensures true freedom concerning our actions and agency. Apart
from the convincing refusal of such tragic and radical information, one can still
believe that some information in one’s own biography or in that of a closely related
person is a meaningful ‘project’ of life conception inevitably related to late moder-
nity. Since the 20th century, increasing knowledge about how social, medical, or
economic factors shape individual biographies (Giddens 1991) has permeated our
daily lives; thus, it seems not only rational but also reasonable to search for and con-
sider such information for the planning of our later life. With the shift in understand-
ing one’s biography as one’s own project, each of us is responsible for it (unless the
social system does not hinder us) instead of understanding the life course and one’s
biography as solely ruled by the Gods or stars (see also Schweda in this volume).

However, the increasing interest in our future relies not only on individual
preferences but also on collective expectations, which are often intermingled;
both individual preferences and collective expectations are highly dependent
on humans’ ability to form imaginations and scenarios (Taylor 1989). These
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imaginations and scenarios often implicitly and sometimes explicitly play a role
concerning whether a person decides for or against the disclosure of predictive
information. For example, some people may believe that dementia is so horrible
that they do not want to know whether they are at risk, because they fear psycho-
social effects such as depression or stigmatization before the onset. Other people
may believe that dementia is just another inevitable form of ageing and therefore
cheerfully embrace such changes.

How is the spectrum of our imaginations framed by existing socio-cultural
images of ageing and diseases such as dementia? This descriptive question is of
utmost relevance for further socio-ethical considerations, concerning how we and
others shape the current discourse — which imaginations, visions, and scenarios do
we spread, develop, or assess?

The current professional paradigm of counselling and respecting the right to
know/not to know, as introduced on page 208, suggests that individual prefer-
ences are mainly or even exclusively influenced by the professionals’ input. For
very rare diseases, such as HD, which are rarely publicly discussed and unknown
to most laypersons this might be very plausible. But still, family experience
(McAllister 2003) is an additional, possibly highly important, source of informa-
tion that influence the individual's anticipation what a prognosis can entail. This
is particularly true for dominant hereditary diseases, while for recessive, rare dis-
eases family experience does not exist that can be referred to.

In contrast, age-related syndromes such as ‘dementia’ differ significantly with
regard to their popularization. While most laypersons still have no idea what HD
implies physically and psychologically for those affected, everybody seems to
know what ‘dementia’ means to themselves and to the social environment. This
observation is based on two facts. First, the higher prevalence of dementia (or
specific forms such as AD) due to demographic ageing statistically increases the
possibility that more people share family experience. Many have their own fam-
ily story about living with dementia. Grandparents, aunts, uncles, or parents who
in one way or another suffer from memory loss, forgetfulness, or loss of social
functioning during their process of ageing serve as examples and as a projection
screen for one’s own expectations.

However, these experiences are not isolated but embedded in a cultural frame-
work. Accordingly, a second source of information about dementia are publicly
and culturally shared narratives and images — in the following summarized as
anticipations (how dementia is or will be) — popularized through movies, newspa-
per reports, and literature, as well as dominant biopolitical voices.

Therefore, when reflecting on the dilemma of ‘to know versus not to know our
later fate,” we are well advised to include a thorough understanding of the social
framing of these underlying, often implicitly culturally embedded anticipations.

In the following, I will therefore differentiate between types of content of antic-
ipation, especially when it comes to dementia research, and afterward discuss
the procedure of decision-making and how this helps ethically reflect life plans
according to predictive dementia information.
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Anticipation of future dementia: dominant imaginations
and scenarios in the biopolitical discourse

Overall, I understand anticipation as our human ability to project ideas into a
prospective timeframe. While our memory builds the capacity to explore the ret-
rospective timeframe, it often serves as a reservoir of analogies for future antici-
pation. Fantasy and creativity can provide us with “day dreams and utopias,” as
Ernst Bloch (1985) called them. In the context of public discourses and socio-
cultural framing, two main types of anticipation prevail: imaginations and the
‘scenario.’

Imaginations are visually formed thoughts. Imaginations are powerful in their
spatial-visual concreteness, framed by canonical presentations and stereotypes.’
The often even iconic presentations are internalized social constructs that pretend
to present social reality. As such, they can be understood as an in-between, a third
complementation to be added to the two main forms of ‘Anschauung.” Immanuel
Kant (1974) epistemologically differentiated ‘empirical perceptions’ (sensibility)
and ‘true ideas’ (understanding) such as time and space, both essential to our
ability of reasoning. The third form of ‘Anschauung’ is in Kant’s terminology the
“facultas imaginandi” — a human faculty for imagination and fantasy relevant for
art and creativity (see also Brook 2013). In the following, I am mainly interested
in how such imaginations are used in an anticipatory way, presenting a vision of
future comings or developments.

The ‘scenario’ is often used in technology assessment and future studies (Cher-
mack, Lynham, and Ruona 2001; Tran and Daim 2008; Van Den Ende et al. 1998).
A scenario can be understood as a temporal narration, in which we anticipate
individual, social, or technical development over time. The scenario — whether
considered worst or best case — is rather generalized and less concrete than many
imaginations. However, it consists of elements that can more easily be identified
as morally loaded in a negative as well as positive sense.

The use of scenarios — mainly worst-case scenarios — currently dominates
public-policy debates in most Western industrialized countries (OECD 2015;
World Health Organization 2012). During the 2013 G8 summit, UK prime
minister David Cameron and his advisers embedded their call for intensified
research, bio-banking, and biotech-industry involvement to ‘fight dementia,’
and by equating dementia with diseases such as cancer, HIV, or malaria, the
media echoed dementia as ‘a 21st century plague.’® However, the use of mili-
tary metaphors of war, such as ‘the fight’ or ‘combat,” (George, Whitehouse,
and Whitehouse 2016) is common when discussing dementia in public-policy
contexts: In the European parliament, the disease was framed as an upcom-
ing invasion (“this number is estimated to nearly double every 20 years, pos-
sibly reaching 65.7 million in 2030”), followed by several economic prognoses
(worst-case scenario) that “the total direct medical and social care costs of
Alzheimer’s disease in Europe amount to USD 135.04 billion” (European Par-
liament 2011).
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In a similar manner, the Obama administration and US government communi-
qués have adopted such worst-case scenarios.” These fypical worst-case scenarios
always consist of four main elements:

1 the prospected timeline: the first half of the 21st century;

2 demographic developments: the sheer number of people with dementia (fully
stripped of any relations or comparison to other collectives);

3 accumulated estimated cost development: ‘many billions,” without any com-
parison to other estimated costs for socially challenging issues, such as mili-
tary technologies or electronic waste disposal; and

4 amoral claim pro research, as it will ‘automatically’ provide prevention and
the diagnostics of pre-dementia would solve the problem.

As typical for such a simplified scenario-drawing is the dramatization of some
factors (costs, demographic development) in a time period that spans over our/the
average reader’s generation and lifespan. Therefore, it creates a personal affect
by means of an emotional identification (not necessarily as a causal relationship;
see for these differences Schicktanz, Schweda, and Franzen 2008). However, the
promised solution ‘research’ is objectively unlinked to the major driving factors
of the problem (demographic development/costs).

In a similar fashion, Annette Leibing (2015) argued that the analysis of public
media such as newspapers indicates a less empathic picture. For a long time,
dementia and demented people were presented as ‘victims.” The new predic-
tive paradigm, which frequently occurs in newspaper reports, does not change
the overall impression but adds an impression of ‘agency’ and thus responsibil-
ity: If with preventive and pre-emptive agency it is possible to avoid dementia,
those who still develop dementia are perceived no longer simply as victims but
as careless or failing to some extent. Hence, we need to be aware that this para-
digm change can cause a new wave of blaming and stigmatization for dementia
patients. Once we understand dementia not as an involuntary, inevitable illness
but as the result of careless behavior — irresponsible neglect of predictions and
preventive measures — it is very likely that patients will be blamed or stigmatized
in a new dimension. Other illnesses, such as obesity, lung cancer, and HIV, serve
as examples for such societal developments.

Another relevant, but often less recognized, source of important biopolitical
arguments in academic debate are patient organizations and their campaigns
(Schicktanz 2015; Schicktanz and Jordan 2013). In the following, I summarize
results of multi-sited research conducted between 2011 and 2015 comparing
views and visions of the major leading US and German patient organizations
(PO) for Alzheimer’s disease.® The comparison of the US and German context
will reveal the cultural framing and embedding of such biopolitical images and
scenarios. The differences not only illuminate the complexity of bioethical and
biopolitical argumentation embedded in historical contexts and current healthcare
policies, but also contribute to a more differentiated picture of the assumed ‘West-
ern, industrialized’ discourse.
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The US Alzheimer’s Association (which I will abbreviate as US ALZ) is the
world’s largest patient-advocacy group, providing support for affected people by
means of local support groups, state chapter associations, telephone hotlines, and
online material. Founded in 1980, the Alzheimer’s Association (according to its
own statement) is the largest private funder of research for Alzheimer’s disease
in the world (in 2011, US$13 million; in 2015, US$17 million). The implementa-
tion of a US federal act covering Alzheimer’s disease in 2010 was a major result
of the Alzheimer’s Association advocacy campaign.” The German Alzheimer’s
Society (Deutsche Alzheimer Gesellschaft, which I will abbreviate as GER ALZ),
founded in 1989, is the largest German AD-related advocacy group, also provid-
ing a help line, online materials, and research funding (max. €200,000 per year
since 2011). It actively pursues political lobbying and is a member of the patient
groups represented in the Federal Joint Committee — the highest decision-making
body of the joint self-government of physicians, dentists, hospitals, and health-
insurance funds in Germany.

In comparing the major slogans and statements on their respective websites,
we discovered an interesting difference:!® While US ALZ used slogans such as
“Fighting a crisis” and “End Alzheimer’s,” the GER ALZ proposed “Ageing with
dignity” or just positively framed “Living with AD.” The content of their web-
sites offers insight into different underlying worst-case scenarios. For US ALZ,
an ageing society will suffer from economic and cultural costs of care for AD.
Alzheimer’s disease was portrayed according to its serious effects on family
members and caregivers. US ALZ stressed the fact that the progressive nature of
the disease worsens all situations and that patients lose their ability to make sense
of the world."! In contrast, GER ALZ rather proposed the position that current sci-
ence and society tend to discriminate and single out human beings with AD. They
therefore stated that “disability and chronic disease should be regarded as part of
being a human being” and propose “avoidance of singling out or manipulation.”
Their guiding principle was that the dignity and value of life of people with AD
should not be questioned.'?

The two advocacy groups also promoted different aims regarding research. For
US ALZ, biomedical research was key to prevention and treatment.!3 The website
said the organization funded multi-targeted research and had initiated so-called
roundtables between experts, the pharma industry, and affected persons.! Further,
US ALZ was searching for “volunteers for clinical trials” and was offering a “trial
match” databank, where affected persons or their relatives could check for ongo-
ing pharmaceutical or neuroimaging clinical research for the purpose of enrolling
these patients as research participants.'> While GER ALZ also supported research,
most of it rather focused on how to improve medical care or explored new forms
of communicative or social-care strategies for particular subgroups (such as peo-
ple living in rural areas or diverse ethnic groups).'® GER ALZ also explicitly
objected to third-party beneficial research with incompetent patients. US ALZ
was directly involved in current biomarker research of various types. It is worth-
while to note that the US health-insurance system, with its out-of-pocket coverage
for long-term healthcare, does not provide a guarantee that people identified as
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being at a higher risk of dementia will not encounter disadvantages in the future
(Zick et al. 2005). GER ALZ rejected any research or application of genetic tests
if this would lead to exclusion or disadvantages of demented persons'” but offered
links to some clinical-research sites.!'®

These general tendencies are substantiated with posters or visual social adver-
tisement campaigns supported or provided by these organizations (see Fig-
ures 14.1 and 14.2).

The US campaigns tend to use phrases and topics that can be summarized under
the motto of ‘heroization in a crisis.” This is because they use slogans such as
“Create a world without Alzheimer’s disease” and “Be a hero: Join a clinical trial.
Sign up for the Alzheimer’s clinical trial match.” This supports the overall mis-
sion of US ALZ to increase the priority setting for Alzheimer’s research in the US
national healthcare and research agenda by dramatizing the economic and social
costs. Having said this, fighting stigmatization is not a neglected issue and is
regularly mentioned by representatives of US ALZ. They try to give the affected
persons (mainly selected advocate) or younger celebrities a “voice’ and ‘face’ in
their campaigns. These persons are serving as testimonial for the serious necessity
to fight the cause of the disease.

The German campaigns illustrate a rather different ‘image’ and imagination
of dementia.'” Here, happy or funny elderly persons are depicted, often in social
interactions. Hence, there is a tendency to fight the stigma of dementia as eroding

BE A HERO.
JOIN A CLINICALTRIAL
B[ '[

ORG/TRIALMATCH

Figure 14.1 Examples of campaigns of US ALZ (2012)

Source: Pictures taken by the author during Alzheimer’s Walk in San Francisco.
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Figure 14.2 Examples of motifs from campaigns supported by GER ALZ

Note: On the left: “Active living with dementia”; and on the right: “Confetti in the mind.”
Source: Johanniter — Birgit Betzelt / “Konfetti im Kopf” — Michael Hagedorn.

one’s personality and quality of life. The campaigns propose a different image
of dementia, in which persons with dementia are depictured in an undramatic or
harmless stage of otherness.

Both, worst case scenarios and images provided in these different channels
(Internet and poster campaigns) still offer a coherent but differing manner for
dealing with dementia as PO. The coherence can be seen with regard to the overall
position toward healthcare provision. That is, in Germany, it seems that the public
is confident in or satisfied with the provision of public healthcare for the elderly.°
This allows GER ALZ to take a position insisting on care and social solutions for
dealing with dementia. In the US, as nursing homes and long-term care are not
fully covered by Medicare or Obamacare, a feeling of distrust prevails in public
healthcare. Therefore, solutions beyond care, such as prevention or healing treat-
ments, are the logical consequence.

Patient advocacy in Germany tends to stress the vulnerability of demented
patients and their need for protection not only in the context of research, but also
generally; this strategy risks impeding the empowerment of affected persons.
On the other hand, the US has quite strong procedural and relational tools to
empower patient autonomy, including the very strong, highly politically active
US ALZ. The systematic involvement of patient representatives in the current
National Institute for Ageing (NIA)’s initiatives and their continuous exchange
with researchers in closed workshops shows the impact of patient advocacy on
policymaking. However, there is a risk of instrumentalizing demented patients
by overstressing self-determination or volunteering (in research) as a social duty.

The shaping of dementia research by these two patient organizations thus differs
with regard to both the epistemic (what is the problem?) and ethical (how should we
solve it?) dimensions of research. On one hand, they differ in their prioritization of
the kind of research necessary to ‘solve’ the serious problems dementia causes for
patients, their families, and societies. On the other hand, they have different opin-
ions about whether involving patients with severe cognitive impairment in clinical,
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pharmaceutical, psychological, or even sociological research is ethically acceptable,
as they balance risks against benefits and agency against self-determination with
different priorities. This biopolitical engagement is embedded in a politico-legal
and cultural framework.?! In the US, third-interest research with patients who are
cognitively impaired is allowed under restrictions for proxy consent and minimal
risk or if a legally authorized representative consents and there are no signs of objec-
tion by the incompetent person (National Bioethics Advisory Commission 1998).
The American College of Physicians (2000) has added that if research participation
entails more than minimal risk, a national IRB should review the research applica-
tion. In contrast, the German expert discourse on ethics and law is less permissive.
For example, Germany has not signed the Oviedo Convention for the Protection of
Human Rights and Dignity of the Human Being with Regard to the Application of
Biology and Medicine: Convention on Human Rights and Biomedicine developed
by the Council of Europe (1997), because the convention does allow third-interest
research with cognitively impaired patients. In Germany, there is no consensus
about how to deal with this problem; the Central Ethics Board of German Cham-
ber of Physicians (1997) suggests allowing such research, but only if there is a
minimal burden, consent by a legal representative, and no opposing behavior of the
patient. Others suggest that it should be allowed only if consented to in an advanced
research directive (ARD) (Honnefelder in Hirnliga e.V. 1995, 49f.; Jongsma and
van de Vathorst 2015), but the instrument of ARD is yet not common in Germany.
Patient representatives have contrarily stated that there are no acceptable condi-
tions and they would reject any proxy consent even if there were only minimal
burden because they address the risk of instrumentalization by referring to historical
experience of Nazi medicine (Helmchen 1999; Hirnliga e.V. 1995). In the sum-
mer of 2016, a draft for reforming a set of regulations for pharmaceutical testing
in accordance with EU regulations fired up the dispute in Germany over whether
third-party research with demented persons should be allowed. In November 2016
a bill was finally adopted in which the concept of ARD was introduced for allowing
research with demented participants. Whether this compromise will practical work
is unclear, as the composing of ARD for dementia research is very new and might
poses new ethical problems.

Thus, the differences between the US and German patient organizations might
be explained not only by different biocultural and health-political frameworks but
also by how historical experience serves as a cultural resource in the creation of
scenarios. In Germany, the historical experience of Nazi medicine, with its prac-
tice of singling out and discriminating against patients with mental illness and
those counted as ‘economically valueless’ (such as elderly people), remains an
unspoken critical threshold for the ‘common good.” Such historical legacy is not
as relevant in the US.??

Strategies for making life plans and long-term decisions:
some general considerations

As already mentioned, I am ethically interested in the manner in which anticipa-
tions of the future guide our individual and collective (long-term) decision-making.
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To understand the critique of current anticipations of dementia in biopolitics from
a normative point of view, we first need to clarify how these anticipations can or
even do influence decisions. Often, we assume that there is an interaction — but
what kind is rarely spelled out. In the following, I therefore back up some of these
assumptions by exploring in more detail what I mean by ‘life planning’ or ‘long-
term decision making.’

Planning our own biography in advance can be considered part of modern iden-
tity concepts (Giddens 1991). Whether such life plans are still in line with social
expectations related to gender, class, or ethnic belonging or are less socially pre-
dictable, more fractured, and highly individualized can be disputed — and defi-
nitely varies by culture. Some might object to the idea that our human capacity
to anticipate the future is very well established. Neither the oracle of Delphi nor
mentalists or fortune-tellers can count as trustworthy sources for exactly pre-
dicting future events — even if their popularity seems unbroken until today. And
academic areas such as foresight (future) studies also do not count to the most
established scientific fields. In contrast, foresight studies are often rather used
in political contexts for determining particular interests or for justifying new
trends in technology policy.?* Also, proponents of postmodernity draw a picture
of us as fractured, fluid, hybrid selves, living in multiple worlds, focusing on the
here and now. While this may be true for some in our late-modern times, we can
hardly adopt this as a general rule from a perspective that tolerates pluralism in
lifestyles — and, as such, we need to consider both extremes as ends of a spectrum,
the socially conforming and the hybrid self.?*

Theories of strategic thinking in modern psychology provide an interesting
alternative approach to these extreme endpoints. They have increasingly contrib-
uted to our understanding of how complex but also anthropologically manifested
the idea of anticipation and planning is. Modern psychology classifies this as
decision-making or planning under uncertainty — or under risk if there are prob-
abilities available for future events (e.g., Kahneman 2011; Kahneman, Slovic,
and Tversky 1982). The phenomena of short-term decision-making and long-term
decision-making are not always sufficiently distinct in our debates. Thus, it is clear
that our capacities of assessment differ according to our time awareness, the cul-
tural resources (i.e., stability), or our fantasy. Moral philosophers rarely directly
address the time dimension when postulating general moral commitments —
whether our actions will kill somebody today or in ten years seems irrelevant
from a deontological perspective, as killing is morally wrong (whether we do it
by stabbing someone with a knife or by secretly administering arsenic). How-
ever, in a positive sense, moral orientation sometimes differs radically whether
we provide moral orientation for this or the next generation (i.e., in evaluating the
environmental impacts of our actions) or whether we propose responsible actions
for the coming weeks or years (Schicktanz 2016; Schicktanz and Schweda 2012).

Many modern political ethical theories rely on the assumption that planning
and thinking ahead is a human prerequisite for our moral thinking of universal-
ity and justice (Immanuel Kant or John Stuart Mill), for the concept of social
responsibility in a globalized world (Iris Young) or for building fair and just social
relationships in a concrete political system (John Rawls). In this sense, reformistic
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political ethical theories have a vision of a just and fair system in the not-too-far
but also not immediate future. In order to achieve this vision, we need to deliber-
ate and implement moral, political, and legal norms. But what remains very vague
is the manner in which we use different strategies for anticipating such long-term
explorations: What time and social dimension do we take into account? What kind
of statistics or heuristics do we incorporate into our assessment of future events
(Gigerenzer 2003; Kahneman, Slovic, and Tversky 1982)? How do we balance
different outcomes, their moral and emotional evaluations, and how do we value
potential outcomes by satisfaction or regret (Zeelenberg 1999, 2015)?

In the following, I mainly focus on the socio-cultural anticipations and how they
may impact our rational decision-making. This is also inspired by some findings
of current decision theory in psychology and behavioral economy. According to
Zeelenberg (2015), current decision theory is much beyond the traditional concept
of rational choice, as emotions and/or values are now included for elaborating
‘wise judgments.’ Instead of economic maximization of outcome, now wise judg-
ments are the hallmarks of ‘rationality.” Those wise judgments may not be appro-
priate for discussing our choices between chocolate and strawberry ice-cream?
but count in cases where we reason about decisions for important life choices. By
life choices, I mean planning actions such as training for occupation A, marrying
person B, having 0-n children, buying a house C, moving to city D, and so on
(see also Schwartz 2015). This type of long-term decision-making is character-
ized by uncertainty or ambiguity, as all outcomes originate from multi-causality.
Therefore, the standard expected utility calculation cannot be accomplished (as
rationalists normally assume). We are aware of this, and still we try to achieve
robust satisfaction with our decisions by applying different reasoning strategies
(Zeelenberg 2015). Some strategies seem to anticipate most negative or most pos-
itive outcomes and assess them against each other in a pessimistic minimax or an
optimistic maximax strategy (what would be the worst-case or what would be the
best-case scenario). To give these scenarios flesh and blood, we allude to cultural
and personal experiences of outcomes in similar situations. However, what com-
plicates these decision-making procedures is that we assess not only the material
outcome of our decisions, but also how that outcome may impact our identity and
self. Satisfaction, regret, and other emotions therefore factor into important life
decisions. Especially in cases where we will receive feedback of forgone alterna-
tives, it seems that regret guides many choices (Zeelenberg 2015, 162).

Ethically speaking, planning is important for guaranteeing continuity and
social safety but also for shaping personal and moral identity. Although plan-
ning helps us create a continuous identity (that we reconstruct by narration), it
depends on some external continuity. The stability of social and legal frameworks
and the reliability and authenticity of our personal preferences and desires are
mainly constitutive and increase the chance that long-term decisions can be iden-
tified as such. It is important to stress again that the dimension of planning is
relevant for most modern conceptions of individual and social moral life. For
example, John Rawls (1971, chapters 6.3—6.4) already pointed to the necessity
of planning as part of ethical self-deliberation — an important requirement for
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all rational-communicative ethics as well as for ethical approaches stressing the
necessity for a qualitative conception of identity as a source for action. Finally,
it is problematic to understand the wish for planning simply as narcissism. Plan-
ning is often socially motivated and can also be understood as part of our moral
identity guiding our moral commitment. What type of person do I want to be: Do
I want to care for others — if so, whom? Do I care about future generations or the
environment — if so, what does this imply?

As argued on page 218, such planning of individual life takes place in a socially
pre-structured context of time and space. It is no different in the case of plan-
ning medical decisions or making decisions in the context of predictive medi-
cine. While many philosophers and political theorists focus on positive visions
(as political ideals) for orientation, the interesting question for me remains how
negative anticipations or dystopian views guide our planning. In current times of
global and political crisis, such a perspective requires special attention.

As my former critique of the biopolitical discourse on dementia and demen-
tia research has revealed, particular negative anticipations occupy our discourse.
Therefore, I want to discuss the ethical dimension of those negative stereotypes,
bad images, and worst-case scenarios and will hereby rely on the ‘theory of regret’
in decision theory and how it might be relevant for our ethical reflections.

The regret theory in decision psychology assumes that regret occurs in deci-
sions in which persons compare outcomes to what they would have been had they
chosen differently (Zeelenberg 2015, 162). For example, I decide to forgo surgery
on my slightly impaired hip because I fear the risk of side effects and calamity
of a hospital stay. Later on, I discover retrospectively that I would have preferred
this operation, because the problem has worsened and now I need a hip replace-
ment. We use this same cognitive process of comparing outcomes when weighing
(anticipated) consequences of our actions as part of decision-making. Anticipated
regret is, however, a counterfactual emotion and is linked to our understanding
of responsibility. The more we feel responsible for the outcome produced by our
own action (or inaction/omission), the more we regret the experience (Zeelenberg
1999, 327). Regret and anticipated regret are mainly relevant in cases in which we
receive feedback later on that making a different choice would have had a better
outcome, because regret stems from comparison. In many cases, we have even
adopted complex behavior to avoid such feedback. For example, we might break
contact with former partners because we do not want to know how happy they are
with their new partner or family. This deliberate ignorance of potential alternative
choices protects us from the regret that we would encounter when thinking about
the happier, richer, or more interesting life we could have had. Similar consider-
ations may justify our disinterest in former classmates and how they took alterna-
tive routes for their study or job training because we do not want to compare the
‘outcome.’ In this sense, ignorance can be a wise decision and increase one’s sat-
isfaction with one’s own life (Hertwig and Engel 2016), and this might also apply
to the medical context, which is nowadays presented with the ‘right not to know.’

The theoretical considerations about decision-making have illustrated how
complex the internal logic of particular strategies such as anticipated regret is.
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This concept also serves as a major guide for decision-making in predictive medi-
cine, as the medical system pretends to provide us with alternative outcomes.
In the healthcare system, such comparisons are inevitable when it is argued that
healthy outcomes are a result not of fate (e.g., ‘good/bad genes’) but of healthy
lifestyle (in the case of primary prevention), taking the right medication early on
(secondary prevention), or following rehabilitation guidelines (tertiary preven-
tion). If we are considering declining testing, medications, or interventions, we
anticipate regret in the case of a negative outcome because of our inaction con-
cerning our own body.

Anticipation of a demented future and its impact
on decision-making: some conclusions

A crucial question now is how to link the socio-cultural anticipations of dementia
with wise decision-making strategies in the case of predictive medicine.

The predominantly negative scenarios and imaginations dominating the public
discourse serve — that is my final consideration — as such comparative alternative
outcomes and prime our personal anticipated regret. Dementia is mainly regarded
as a negative ‘outcome’ of personal and social failures. Responsibilization can
thereby address individuals who failed to pursue a correct lifestyle or early testing
for taking up right counter-measures as well as the collective which is not able to
address the ‘overwhelming’ problem. The current predictive and preventive para-
digm might produce both: A particular assumption about anticipated regret and
the understanding of individual accountability and prospective responsibility for
future outcomes. The decision ‘to know’ means then I can or must adopt a healthy
life style to reduce my risk for dementia, because if I do not behave according to
these rules I am responsible for this bad outcome. Alternatively, if I avoid learn-
ing about my risk as this reduces my responsibility, still I might learn later that
I have dementia and regret then that I did not want to know. So there occurs a
‘responsibilization of knowing’ which is a moralization of the epistemic practice
of knowing/not knowing. The ethical problem relies hence on the double effect
of anticipation: I assume that dementia is influenced by my own behavior, even
if not fully, then partly; it undermines my solidarity with myself as a vulnerable
person as well as with other persons and the choice is not an individual choice
anymore because the biopolitical dramatization of dementia via worst-case sce-
narios and negative images impacts our anticipation of the outcome.

A better understanding of the underlying mechanisms and strategies might help
us increasingly reflect about our interpretations of the past and the anticipated
future and about which imaginations and scenarios are brought into existence.
This social level of reflection needs to be accompanied by a critical examination
of our own wishes and characters and of the reasons for adopting such anticipa-
tions in a particular way. The direction my argumentation has taken here is per-
haps uncommon in the sense that I tried to link social and political discourses with
individual decision-making strategies by not giving up the moral-cognitive para-
digm of reflection. Classical biopolitical critique in a Foucauldian sense tends to
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imply a manner of internalization that rather resembles the ‘black box’ paradigm
in behaviorism: We do not know (neither do we question) how we individually
adopt or internalize such collective imaginations or norms — we just claim that
we do so. This line of thought is not what I find constructive and meaningful for
applied ethics. In contrast, the ethical reflection I am defending here is more than
just a critical reflection or liberal defense of pluralism but a dialogical procedure
of personal and public deliberation about the implications of social, political, and
economic changes we currently observe — and are part of. But what I definitively
share with the critical strands of thought is an interest in drawing a broader pic-
ture, where we can integrate individual and social procedures of decision-making
beyond simplistic autonomy claims or traditional utility calculations.

Of course, this kind of critical assessment should also lead to a more publicly
deliberated practice of particular stakeholders (professionals, but also advocacy
groups). Their production of imaginations and scenarios has such a social impact
that critical questioning is required. The dementia discourse illustrates — as only
few other topics have before (e.g., HIV) — how current bioethical and biopoliti-
cal debates are historically evolving from a long-standing social practice of stig-
matization, dramatization, and exclusion of the Other. Therefore, we need more
reflective spaces considering the rights and duties of the professions not only in
healthcare and life science research, but also in related fields of public communi-
cation and media.

Notes

1 For more details, see “Rise of the Planet of the Apes,” Wikipedia, https://en.wikipedia.
org/wiki/Rise_of the Planet of the Apes, accessed September 17, 2016.

2 As most issues discussed here apply not only to Alzheimer’s disease, but also to other
forms of age-related dementia, I use the term ‘dementia’ as an umbrella term.

3 The spectrum of research on predictive dementia biomarkers is broad and will only be
briefly summarized. Apart from genetic testing of APOE &4 (Keage et al. 2010) and
genetic testing of APP and PSEN1/2, which is recommended only for individuals with
a strong family history of AD, biomarkers predominantly measure the level of amyloid
plaques or neuronal injury (like the abnormal tau-protein) by neuroimaging technologies
(Albert et al. 2011; Filippi et al. 2012; Hampel et al. 2014; Nordberg et al. 2013; Visser
et al. 2009). However, current methods of testing are limited, as they are either invasive,
time-consuming, expensive, or raise ethical issues (e.g., medical risks for patients in the
case of CSF or PET). Hence, brief neuropsychological and cognitive tests (e.g., Mini-
Mental State Examination (MMSE); Jessen et al. 2011) and blood tests (Mapstone et al.
2014) are being explored as low-cost/low-risk tests for future public screening.

4 This shift of focus is currently mitigated by the fact that most policy documents empha-
size both cure and care. However, at the moment, the research focus of leading inter-
national research consortia rather lies on prediction — although its relevance for cure is
yet not proven. Thus, one may worry that the relevance of care is diminished.

5 Here I suggest a slightly differentiated access to imaginations and metaphors starting
from Draaisma’s (2000) discussion of the main theories of metaphors, which refer to
substitution, comparison, and interaction. As substitutions, metaphors serve as a form
of decoration but have no original meaning and can be replaced by a literal expression.
For example, a German metaphor for doctors is ‘demigods in white,” alluding to their
power position and white coats. Alternatively, we could say that doctors are expressing
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their power and superiority by wearing their white coats. Such metaphors are picto-
rial. According to the comparison theory of metaphors, there is a similarity of main
features, which can be expressed literally. Thus we say that ‘time flows,” because we
know that a river flows and time is similar to a river in the sense that we cannot stop
it. According to Draaisma, neither substitution nor comparison works for psychologi-
cal metaphors, because we want to express something ‘new’ — that is, ideas or theories
we cannot yet describe in a literal way. Following an inferactive theory, a metaphor
evokes new epistemic insights about the phenomena we are interested in, and this will
be more intense and subtle the more the association is evoked by the metaphor. Imagi-
nations therefore often serve as metaphors, but some imaginations (such as the image
of a wrinkly face with a bewildered gaze) in their concreteness also have a simplistic
interactive and pejorative meaning, which is different from symbolic metaphors such
as ‘old age is the autumn of life.’

Cameron did not use the term ‘plague’ himself but drew parallels between dementia
and other infectious diseases. See Department of Health, Guidance: G8 Dementia
Summit: Global Action against Dementia — 11 December 2013, www.gov.uk/govern
ment/publications/g8-dementia-summit-global-action-against-dementia/g8-dementia-
summit-global-action-against-dementia-11-december-2013, accessed August 3, 2016;
Chris Smyth, “Crisis over ‘21st Century Plague’ of Dementia,” The Times, December 10,
2013, www.thetimes.co.uk/tto/health/news/article3944446.ece, accessed August 3, 2016.
See also Danny George, “The War (on Terror) on Alzheimer’s,” www.academia.edu/
12629796/The_War_on_Terror_on_Alzheimer s, accessed October 7, 2016.

I would like to thank Lisa Frebel, Isabella Jordan (1J), Elisabeth Spéth, and Karin
Jongsma (KJ) for their support in data collection and preliminary analysis. For this
purpose, our analysis included material from various sources (collected between 2011
and 2015): expert interviews with representatives of the US Alzheimer’s Association
(in Washington and in the California section (n = 4), conducted by the author) and
of the German Alzheimer’s Society (Deutsche Alzheimer Gesellschaft (n = 4), con-
ducted by KJ and 1J). We further compared the content of the patient organizations’
websites (Alzheimer Association, “About Us,” www.alz.org/ and Deutsche Alzheimer
Gesellschaft, “Willkommen bei der Deutschen Alzheimer Gesellschaft (DAIzG):
Informationen, Tipps und Adressen — wir helfen!” www.deutsche-alzheimer.de/index.
php?id=1; accessed October 7, 2016), and analyzed annual reports of both patient orga-
nizations (until 2015). The author translated the German statements for this article.
See U.S. Dept. of Health & Human Service: National Alzheimer’ Project Act
(NAPA) http://napa.alz.org/national-alzheimers-project-act-background, accessed
October 7, 2016.

The content analysis was conducted for the first time in 2011 by comparing the web-
sites of GER ALZ at www.deutsche-alzheimer.de/index.php?id=1 and US ALZ at
www.alz.org/. Main differences described here can still be found in the current versions
of these websites, but the wording may have changed.

Content on the US ALZ website: ‘Intro,” ‘Living with AD,” and ‘Index.’

GER ALZ website: ‘Leitsdtze,” www.deutsche-alzheimer.de/fileadmin/alz/pdf/leitsae
tze ethik dalzg.pdf, accessed October 10, 2016.

US ALZ website: ‘About us, www.alz.org/about _us_about_us.asp, accessed Octo-
ber 10, 2016.

US ALZ website: ‘Research’; see also www.alz.org/about_us_strategic_plan.asp, accessed
October 10, 2016.

US ALZ website: ‘Living with AD’; ‘Research’; see also www.alz.org/research/over
view.asp, accessed October 10, 2016.

GER ALZ website: ‘Leitsdtze’; ‘Forschungsforderung’; see “Deutsche Alzheimer
Gesellschaft e.V.: Leitsétze der Deutschen Alzheimer Gesellschaft zu ethischen Fra-
gestellungen” at www.deutsche-alzheimer.de/fileadmin/alz/pdf/leitsaetze ethik dalzg.
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pdf, accessed October 10, 2016, and www.deutsche-alzheimer.de/die-krankhe it/forsc
hung/forschungsfoerderung-der-dalzg.html, accessed October 10, 2016.

17 GER ALZ website: ‘Leitsitze.’

18 GER ALZ website: ‘Forschung.’

19 See the campaign “Confetti in the mind” (in German: “Konfetti im Kopf™’) supported by
GER ALZ: www.konfetti-im-kopf.de/konfetti-im-kopf/Aktivierungskampagne.html,
accessed October 10, 2016.

20 Overall, it seems that citizens are significantly satisfied with the German healthcare
system (Bocken, Braun, and Meierjiirgen 2014).

21 There is no internationally accepted regulation for third-party beneficial research with
patients with dementia (Kim et al. 2011).

22 1 assume this would be different with all health issues pointing to racial issues — for
example, differences in medical or social treatment regarding race, historical events
such as the Tuskegee Study and, even more relevant, systematic racial discrimination
and the history of slavery (Brandon, Isaac, and LaVeist 2005; Brandt 1978).

23 See, for example, EU research and innovation policy and how it justifies its setting by
means of ‘foresight studies’ at European Commission, “What Is Foresight and Why Is
It Useful?” https://ec.europa.eu/research/foresight/index.cfm, accessed September 26,
2016.

24 With Hazan (2015), I share some reservations concerning the appraisal of the hybrid
as a post-modern ideal, because it produces new forms of injustice and vulnerabilities
instead of overcoming them.

25 Perhaps they do for some people, but the example serves only to illustrate the fact that
we all know distinct areas of serious and important versus arbitrary decision-making.
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15 Solidarity and family care for
an ageing population

Ruud ter Meulen

The increase in life expectancy in many countries over the world is leading to
severe pressures on societal institutions and resources. One of the main concerns
regards the systems of healthcare and social services, which are increasingly
under pressure to deal with the medical and social needs of the ageing population.
Although many older people are living in good health, there is an increased risk to
be confronted with chronic, often debilitating diseases in later life. Many countries
now have policies to enable access to care for people with long-term conditions,
yet these policies are strained by a large number of older people needing care. In a
number of European countries, access to care is based on the principle of solidarity,
meaning that the stronger shoulders should bear the burden of the weaker members
of society. However, the growing costs of care in combination with the rise of neo-
liberal and market-based policies have resulted in a rethinking of the principle of
solidarity and a restriction of the thus far rather generous and ‘universalist’ policies
with regard to access to care. Policies are moving toward more individual respon-
sibility for healthcare and social services — in particular more financial responsibil-
ity, by means of requiring individual financial contributions or imposing limits on
funding. In addition, there are increased efforts to involve families in the care for
their dependent family members as a substitute for the care supplied by the state.
The shift in policies raises a number of ethical issues about the access to care and
the quality of care, particularly for the ageing population. This chapter will analyze
these issues from the perspective of solidarity, not only at the level of societal poli-
cies, but especially in the context of family caregiving. The stated developments
will be illustrated with the case of long-term care reform in the Netherlands, where
solidarity has been an important principle in healthcare and social services for a long
time but is now being reconsidered in the face of pressures on the care system and a
diminished role of the state. This analysis may contribute to a better understanding
of the value of solidarity and its contribution to healthcare. The results apply not
only in the Netherlands, but also in other European countries where solidarity has
been an important moral principle whose limits are increasingly under debate.

The idea of solidarity

According to Bayertz (1999), the core meaning of solidarity is the perception
of mutual obligations between the members of a community. This perception of
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mutual obligation can be considered from a sociological and from a moral point
of view. In sociology, solidarity is a concept to describe the degree of social cohe-
sion in a group or society — that is, the extent to which individuals are willing to
serve and promote the collective interest of the group or of society, as well as
their motivations to do so, compared to more individualistic motives. The socio-
logical interpretation of solidarity does not consider the moral implications of
this concept — that is, whether it is a good thing for individuals to contribute to
the greater good and subordinate their own interests. The question of the moral
importance of solidarity is answered in moral philosophy and practical ethics.
In bioethics, there is an emergent interest in solidarity, mainly in response to
the dominance of liberal and individualistic approaches to bioethical issues. A
special issue of the journal Bioethics (2012) on the contribution of solidarity to
bioethics — as well as the report Solidarity (Prainsack and Buyx 2011), published
by the Nuffield Council on Bioethics — are signs of this emerging interest. In these
approaches, solidarity is put forward as an alternative to an individualized concept
of autonomy in which the individual is seen as a rational decision-maker mainly
guided by enlightened self-interest. As opposed to this rather narrow view of the
individual, a solidarity-based approach argues that human persons are shaped by
their social relations. Thus, social and political arrangements should take social
relations into account instead of merely focusing on individual interests (Prain-
sack and Buyx 2011, xi). A perspective of solidarity can foster a different view on
the ethical and legal regulation of various areas in healthcare and research — for
example, the management of biobanks and measures for public and global health
(idem, xvii). In the context of healthcare policies and allocation of resources,
the concept of solidarity can help justify access to care for vulnerable groups
(ter Meulen 2011). This kind of solidarity-based approach would lead to differ-
ent policies than those based on libertarian or liberal-egalitarian approaches only,
such as the philosophy of justice of John Rawls, which emphasize the enlightened
self-interest of individuals (Houtepen and ter Meulen 2001).

Due to its focus on the relatedness of individuals and their willingness to con-
tribute to the needs of others, solidarity is often referred to as a ‘European’ value:
It expresses a feeling of togetherness and commitment to the common good,
which are supposedly typical for the ‘old world.” This ‘European’ value is
highlighted as different from and superior to the emphasis on individualism and
free choice associated with the culture and liberal values of countries such as the
United States, where millions of individuals have been excluded from access to
appropriate health insurance and care for a long time (and still are).

Solidarity in healthcare and its limits

In healthcare and social-services systems, solidarity means that everyone is
assumed to make a fair financial contribution to a collectively organized and com-
pulsory insurance system that guarantees equal access to healthcare and social
services for all members of society. Although prudence and self-interest are strong
motivations in the acceptance of compulsory solidarity, there is also an under-
standing of solidarity as a feeling of responsibility and a motivation to support
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those who are in need of care but unable to pay for it (ter Meulen, Arts, and
Muffels 2001, 1). The principle of solidarity is enforced by the state in a num-
ber of European countries by way of compulsory payments of an insurance pre-
mium in exchange for financial support in case of medical need or social distress.
This system was first established by German chancellor Otto von Bismarck in
the 1880s to compensate workers for the impact of old age, accidents, disability,
and illness. Bismarck’s approach was followed by other continental countries,
where state-enforced solidarity replaced local initiatives of social security and
medical support (Companje et al. 2009). In the decades after the Second World
War, the solidarity-based approach was supported by the ruling Christian demo-
cratic and social democratic parties (Stjerng 2004) and led to generous support
policies for a large range of social and medical needs. Solidarity became synony-
mous with unlimited collective responsibility, leading to a state-provided safety
net for illness and disability, as well as for unemployment, work-related illness,
and pensioning. However, since the 1990s, there has been increasing concern over
whether such an unlimited and generous interpretation of solidarity is still feasible
and sustainable.

First of all, there are concerns about the support for solidarity in modern society.
Although solidarity is enforced by the state, it is based on individual motivations
and voluntary decisions to obey the rule of the state (Durkheim 2014 [1893]). As
individuals are becoming more autonomous while living in an ever more hetero-
geneous society, there is concern over whether they will maintain their willingness
to share benefits and burdens, such as paying taxes for the common good and to
support others (Lukes 2014, xxxv). In a society that may drift apart due to empha-
sis on individual autonomy and cultural heterogeneity, solidarity can become frag-
ile and difficult to organize. In such situations, solidarity gets the connotation of
‘interest solidarity,” meaning that individuals pay their premiums and taxes merely
because they have an interest to do so. They expect a satisfactory return on their
‘investments’ in the healthcare system and do not accept rising premiums if, at the
same time, they are faced with poor healthcare services (ter Meulen and Houtepen
2012). If the healthcare system is not able to deliver — for example, if waiting times
are too long — the modern patient-consumer will withdraw his support and will try
to find his own solutions to deal with the scarcity of available services.

A second threat to solidarity is the growing influence of neoliberal ideologies
that emphasize the role of individual responsibility and regard the market as a
superior way of organizing social institutions as opposed to ‘big government’
exercised by the state. Neoliberalism is strongly driven by conservative motives,
as it endorses individual self-reliance over dependency on the state and state-
supported institutions. According to the neoliberal view, individuals should take
more initiative in organizing their life and should turn to their families and small
civic societies, rather than to state welfare agencies, when in need of help; the
‘minimal state’ is the best way to generate social solidarity and to foster good
character and personal virtues (Giddens 1998). The state is believed to be destruc-
tive to such virtues, but the markets are not, since they thrive on individual ini-
tiative (Giddens 1998). Markets should therefore be left alone not only at the
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national level, but also at the global level, where they will lead to universal pros-
perity. According to neoliberalism, social inequalities do not exist: There are only
individuals who are trying to improve their life by working hard and striving to
accomplish whatever lies within their capabilities. They do not need a generous
welfare state, which is seen as disruptive to individual initiative.

A third development is the scarcity of resources. While the demand for care
is growing, national governments are under pressure to preserve or to curtail the
level of public spending via ‘austerity’ measures. As a result of these policies,
there is a growing gap between the demand for and the supply of healthcare and
social services, resulting in a shortage of care services and diminishing quality of
care, particularly in the area of long-term care for the elderly.

One of the policy options to cope with the pressures on social solidarity is
to increase individual financial responsibility for healthcare and social services.
Financial contributions by individuals are seen as a way to cut costs and to reduce
the role of collective responsibility and solidarity as embodied in the public
healthcare system. Moreover, by increasing individuals’ awareness of the costs of
healthcare, private financial contributions could have an inhibiting effect on the
use of healthcare services and thus reduce costs. However, such policies will have
an impact on solidarity, since direct, non-income-related payments to insurers or
care providers mean a greater burden for lower income groups (ter Meulen, Arts,
and Muffels 2001, 4).

While solidarity has been a leading principle in the design of public healthcare
systems in many European countries, the rising costs of healthcare, in combina-
tion with the rise of neoliberalism and individualizing tendencies, have resulted
in a larger emphasis on individual responsibility in the financing and delivery of
healthcare and social services. An important question is “What will be the impact
of these developments on solidarity between the generations and the position of
the elderly in our society?”

The ageing of the population

In 2013, life expectancy at birth in the EU-28 was estimated at 80.6 years, reach-
ing 83.3 years for women and 77.8 years for men (Eurostat 2015). These figures
mean that over the past 50 years, life expectancy at birth has increased by about
ten years for both men and women in the EU-28 (Eurostat 2015), mainly owing to
a reduction in mortality at older ages. However, due to an accompanying reduc-
tion in fertility rate, these developments have resulted in an increase in the rela-
tive number of aged persons in the total population of the EU-28. As of 2015, the
percentage of people over 65 years of age in the 28 EU countries is 18.5 percent,
a number that is expected to rise to nearly 28.4 percent in 2060 (Eurostat 2015).
The percentage of people over 80 years is expected to increase from 5.1 percent
of the total population to 11.8 percent in 2060. The old-age dependency ratio of
28.1 percent is projected to nearly double by 2080.

The rise in average life expectancy has some people wondering what it means
for the health status and the burden of disease of the older population. Different
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scenarios have been envisioned with respect to the growing burden of disease. The
pessimistic scenario argues that increased longevity has not resulted in an improve-
ment in our health and that we will inevitably be living in decreased health for the
final 20 or so years of our lives. This scenario is called the theory of expansion
of disability; Gruenberg has called it the “failures of success” (Gruenberg 1977).
A more optimistic scenario is based on the theory of “compression of morbidity”
(Fries 1980, 2005). This theory argues that an improvement in therapy and preven-
tion will lead to increased longevity as well as a shorter period of disability at the
end of life. On the basis of a review of trends in disability in the ageing population
of 12 OECD countries, Lafortune and Balestat (2007) argue that it is difficult to
draw a conclusion about the direction of the trend in disability levels. There is clear
evidence of a decline in disability among elderly people in 5 of the 12 countries
(Denmark, Finland, Italy, the Netherlands, and the United States), but three coun-
tries (Belgium, Japan, and Sweden) witnessed an increasing rate of severe disability
among people aged 65 and over during the past five to ten years, while two coun-
tries (Australia and Canada) report a stable rate. In France and the United Kingdom,
data from different surveys show different trends in activities of daily living (ADL)
disability rates among elderly people. Lafortune and Balestat argue that although
disability prevalence rates have declined to some extent in some countries, “the
ageing of the population and the greater longevity of individuals can be expected to
lead to increasing numbers of people at older ages with a severe disability” (Lafor-
tune and Balestat 2007, 4). The conclusion of the review is that due to the ageing of
the population, “in most OECD countries there will be a need therefore to expand
the capacity to respond to this growing need for long-term care” (Lafortune and Bal-
estat 2007, 56). The need for care will be particularly high for those aged 80 years
and above, who are at an increased risk of chronic and debilitating conditions such
as arthritis, stroke, dementia, depression, and chronic heart disease.

The pressure on long-term care is further increasing due to a change in family
structures and family obligations. Family caregiving is an essential part of long-
term care, even when long-term care is provided by the public system. In southern
Europe, family caregiving is dominant in so-called ‘residual’ care regimes, in
which the state leaves much responsibility to families to care for their dependent
family members (Pavolini and Ranci 2013). However, even in Scandinavia and
in countries such as the Netherlands, where most of the care is delivered by ‘uni-
versalist’ healthcare systems financed and organized by the government, care by
family members is still much needed. Long-term care includes a wide range of
services such as help with bathing, eating, dressing, getting in and out of bed or
chairs, moving around, and using the bathroom (OECD 2011). In many cases,
family caregivers such as spouses or elder children are involved in such support.
These caregivers are often women, who may be confronted with the responsibil-
ity to care for their elderly parents as well as for their children (that is, they are
members of the ‘sandwich generation”). Moreover, they are at an age at which
they themselves increasingly face health problems.

Due to the pressure on the public systems of long-term care (nursing homes,
daily care, home care, etc.), the pressure on families to deliver such support and



Solidarity and family care 233

other care is increasing. At the same time, the availability of family caregivers is
decreasing, even in countries such as Italy, where family care has been dominant
for a long time (Carrera et al. 2013). This demographic change has increased the
reliance on public systems of long-term care and is leading to a further increase
n costs.

The case of family care in the Netherlands

In some countries, the rising cost of long-term care has led to a revision of the
universalistic policies regarding the access to care for older people (Pavolini and
Ranci 2013). One of the policy changes is the shift of responsibilities from the
state toward local government and more involvement of family caregivers. This
shift is an expression of a more fundamental change in the expectations of govern-
ments regarding the contributions of individuals to the care of family members.
The Dutch government has taken the stance that the pressure on solidarity has
become too great and that solidarity can be preserved only if people take on more
individual and social responsibility (Maarse and Jeurissen 2016). The expansion
of long-term care on the basis of a generous public-funding scheme has created
a system in which the citizens have become passive and dependent recipients of
care. The assumption of the Dutch government is that there is a wide and unused
potential of social and volunteer networks that can be tapped into when it comes
to the delivery of social services. Although professional caregivers will still be
around to deliver care for people in need, according to the government, a substan-
tial part of social services can be delivered by family members, neighbors, and
friends.

Critics argue that the government is too optimistic in its assessment of the
potential for family care. Family members do not necessarily have harmonious
relations; neither do potential family caregivers necessarily live close to their
dependent family members or have the time to attend to them. Even though many
families live in harmony with each other, they can fall apart due to divorce. Chil-
dren move away from their parents to other parts of the country (or abroad) and
may have their own families to take care of. They may have a more individualis-
tic lifestyle, with norms and values that are different from those of their elderly
parents. Moreover, an increasing part of the population is living in other arrange-
ments than the traditional family. The willingness to provide informal care is addi-
tionally and prominently decreased by a decline in the number of children as well
as by the emancipation of women, who have increasingly joined the workforce.

On these premises, delivering family care on a daily basis will prove difficult.
Moreover, the willingness within families to provide care can be limited. In a
Dutch study with almost 21,000 respondents, 50 percent of people surveyed said
they were willing to supply care for somebody close to them (Maarse and Jeuris-
sen 2016). However, although they were inclined to provide domestic support,
many said they would have difficulty providing intimate care. A large majority
of the respondents (80%) did not agree with the implementation of this kind of
compulsory care for family members or other related persons. A study by the
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Netherlands Institute for Social Research (SCP) reports that 33 percent of respon-
dents agreed with the idea that the government is right to expect people to take
care of individuals with chronic diseases or disabilities, while 35 percent did not
agree (Putters 2014, 20).

Besides physical and psychological burdens, people who care for dependent
family members are increasingly confronted with assessment procedures, such as
‘kitchen-table discussions’ in which municipal officials meet with the person in
need of care and his family members to determine the availability of informal care
within the family network. If the officials approve the supply of care, families still
need to pay for it. Although there is a financial protection for the lower income
groups, the middle and higher incomes have to pay a substantial amount per hour
as a contribution for day care and support. As a result, many of them decline the
support by the municipality due to the high costs. Moreover, 40 percent of the
family caregivers experience an increase in the burden of care after the ‘kitchen-
table discussion’ (Mezzo 2015).

The efforts to increase personal involvement in home care for family members
or friends and neighbors is presented in policy documents as a way to promote the
so-called participation society and to implement the principle of ‘reciprocity’ as
a new type of solidarity in care relations (RVZ 2013). The ‘participation society’
means a society in which everybody who is able to do so takes responsibility
for his own life and environment without support or facilitation by the govern-
ment. This idea is supported by a recent report of the Council for Public Health
and Health Care, according to which ‘reciprocity’ means that the burdens and
benefits of social care are distributed fairly. In informal care, reciprocity means
that the recipient and the giver work together in the caring process: “The person
who helps and the person who is being helped work together and both are find-
ing satisfaction in doing so. This stimulates the preparedness for mutual support
and limits the demand for support, so that it will be relatively easier to deliver; it
will then create more room to support people who are not physically or mentally
capable of reciprocity” (RVZ 2013, 16).

According to the report, solidarity and reciprocity will create more unity and
cohesiveness in society, whereas lack of reciprocity and overreliance on state sup-
port will lead to division and exclusion. In spite of the emancipatory potential of
participation and reciprocity, the call for increased involvement of family mem-
bers and volunteers has much to do with the need to reorganize the care system,
which has become untenable because of its ever-growing need for care services
(RVZ 2013, 17). There is a risk that such care will not be available or will be dif-
ficult to arrange due to high financial thresholds. As many individuals and their
families will not be able to afford such help, the policy to promote more involve-
ment of family members in family care may lead to an increased burden for fami-
lies and older people themselves, as many of them lack financial resources to pay
for professional support at home. Moreover, there is a risk that the emphasis on
personal relations and flourishing of virtues reflects the conservatism of neolib-
eral approaches, in which families are seen as the main place for informal care and
for development of individual character.



Solidarity and family care 235
Substitution or communicating vessels?

Family solidarity is a type of solidarity that needs to be maintained and supported
by professional help from nurses, paramedics, home helps, and day-care centers.
This professional help is an important condition for informal caregivers to keep
caring for their partners, parents, neighbors, and friends. Waiting lists, high finan-
cial contributions, and diminishing professional support will weaken this pre-
paredness (van der Made, ter Meulen, and van den Burg 2001). Unfortunately,
government policies are built on the belief that family care or informal care will
be able to complement or substitute the withdrawal of professional care, the belief
that families will step in when professional help becomes too expensive. How-
ever, instead of this ‘substitution model,” family care or non-professional care
should be considered from the idea of ‘communicating vessels.” This idea sees
the care system as an open system that is in frequent contact with the surrounding
environment and that is heavily influenced by structural and contextual changes
(Muffels and Verburg 2001).

The idea of communicating vessels implies that the supply of care may dimin-
ish or ‘leak away’ due to context changes as mentioned on page 232 (changing
family networks, individualization, and increased participation of women in the
labor force). It also implies that a low level of care in the “professional vessel”
might correspond with a low level of care in the “family care vessel” (Muffels and
Verburg 2001, 269). In view of reduced professional support, the changing family
networks, reduced fertility, and rising labor market participation by potential care-
givers, the “position of caregivers is obviously not a very attractive one” (Muffels
and Verburg 2001, 269). Family care can only fulfill its role in the care system
when it is seen not as a residual kind of support, but as an essential component
that needs to be supported and recognized as a serious contribution to the supply
of care for older and dependent persons (ter Meulen and Wright 2012).

The emphasis on individual responsibility will lead to an increase in private
payments by individuals for personal care at home and for other care arrange-
ments not supplied by the healthcare and social services systems. The reform
of long-term care may lead to a two-tier system of healthcare, with a univer-
sally accessible basic tier of services and a ‘luxury’ tier of additional services
for those who can afford them (ter Meulen 1995; ter Meulen and Maarse 2008).
This policy might be considered to be in tension with the principles of solidarity
and equal access to care that are considered fundamental ethical principles in the
healthcare and social services systems of many countries in Europe. An important
moral argument in defense of a two-tier system is that, provided society is sup-
plying an adequate package of healthcare services to which all persons have equal
access, persons who buy their own services exceeding this package do not offend
any ethical principle in doing so (President’s Commission 1983). However, there
are some dangers to such a mixed system, particularly that services are moved
from the basic tier into the private tier (financed by additional health-insurance
packages or private payments). This is an attractive option for the government
in case of shortage of collective funding (Maarse 2004, 195). However, it could
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overstrain individual responsibility and result in a system of basic services that is
not adequate at all.

Because of the reduced funding for long-term care at home, it is increasingly
difficult for individuals to get access to adequate care: Visits by home-care work-
ers are very brief (15 minutes), and families must prove that they are not able to
provide the support for their family members at home. Applications for home-care
support are scrutinized by city councils or central agencies in order to determine
whether families (particularly spouses) have the capacity to take care of their
loved ones themselves and whether they are abusing the system. Care and home
help are separated, with families held more accountable for household tasks. Sim-
ilarly, access to long-term care facilities in nursing homes and other institutions is
severely restricted, as admissions are based on a scrutiny of the potential within
families to deliver care at home. Although this scrutiny is presented as fair and
based on need, it comprises what Margalith (1996) has called humiliating proce-
dures, in which individuals requesting help are evaluated as to whether they truly
are unable to help themselves. According to Margalith, humiliating means injur-
ing the self-respect of individuals, and individual self-respect is the basis of a just
and decent society (Margalith 1996). It is not difficult to see that such a system,
and the basic services it supplies in home and long-term care, cannot be called
‘adequate’ or ‘decent’ (ter Meulen 2011).

Conclusion

The ageing of the population is leading to increased problems for healthcare and
social services systems in Europe, particularly in the area of long-term care. The
higher incidence of chronic and debilitating diseases among the ageing population
has resulted in a growing need for nursing-home care, home care, and geriatric
services in hospitals. Although many countries in Europe have universally acces-
sible long-term care policies, governments are now facing the need to cut services
and to change legal entitlements in order to cope with the growing need for care.
One of the options is to include family members more intensively in domestic
services, but also personal support and care.

Such policies have important consequences for the role and meaning of soli-
darity as a principle in the organization of systems of healthcare and social ser-
vices and other forms of social support. Solidarity basically means that everyone
is assumed to make a fair financial contribution to a collectively organized and
compulsory insurance system aimed at universal access to healthcare and social
services. Although prudence and self-interest are strong motivations in the accep-
tance of compulsory solidarity, solidarity also includes a feeling of responsibility
to organize care for those individuals who are in need of care but not able to pay
for it. In view of the lack of resources and increasing premiums and other finan-
cial contributions, solidarity is narrowed down to so-called interest solidarity, in
which individuals are supporting healthcare and social services arrangements
predominantly because of their own interests rather than because of the needs of
vulnerable others.
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At the same time, as illustrated by the example of the Netherlands, access to
home-care support becomes increasingly difficult: The supply of these services is
devolved to local councils and stripped of substantial amounts of funding. Govern-
ment policies are built on the belief that family care will be able to complement or
substitute for professional care, which has become too expensive. However, many
family members are not able or willing to supply this care because of changes
in family structures, demographic changes, and dysfunctional family dynamics.
Families have to undergo strict assessment procedures when they apply for care,
and often they have to pay substantial amounts for professional support. As a
result, professional support for home care is falling apart, resulting in increased
burden for families with older and dependent family members.

However, family support would be much more widely available if family
caregivers were supported by professional caregivers such as home-care nurses
and district nurses. Instead of the ‘substitution model,” government policies
should be led by the ‘communicating vessels model,” in which family care is
seen as an open system: More professional support will stimulate the willing-
ness of family members to supply care. Moreover, professional support will
help family caregivers develop a caring relationship based on interpersonal soli-
darity and mutual recognition. The idea of solidarity as ‘reciprocity’ put forward
by Dutch policymakers captures to some extent a wider meaning of solidarity
than just the interest solidarity to support welfare and healthcare arrangements.
The emphasis on individual responsibility, which is leading the idea of solidar-
ity as reciprocity, can empower individuals to take care of their own needs and
to arrange care services according to individual preferences. It can also promote
care relations that are based on reciprocity and mutual recognition, as argued in
some policy documents and reports. However, there is a risk that such reforms
are supporting the neoliberal agenda of reducing the role of the state and leaving
care for vulnerable people to individual initiative. Family support at the micro-
level should not be accompanied by reduced support from governments, as this
support is strongly dependent on support delivered by the healthcare and social
services systems. Promoting individual responsibility without support from
healthcare and social services comes down to irresponsible conservatism and
unreflective cost-cutting that will lead to an increased care burden, humiliating
procedures, and diminished quality of life for care recipients and their family
members.
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16 Legacies, generations, and
ageing futures

The ethics of intergenerativity

Stephen Katz and Peter J. Whitehouse

This chapter moves through four connected parts to explore contemporary and
emerging intergenerational ethics as a framework for anti-ageist practices and the
future planning of ageing societies. We will focus on the relations between generations
as a practical and conceptual area in which to pursue solutions to the ethical problems
posed by medical, bioethical, and popular demographic discourses on ageing.

We will begin with bioethics, because it is the field under which ethical research
issues of ageing and health are frequently overseen, yet mainstream biomedical
ethics limits its scope to the concerns of the medical and other health professions
while marginalizing the social, environmental, and long-term intergenerational
dimensions of health.

Second, we will critique popular demographic ‘apocalyptic’ discourses that
depict ageing populations as threats to the livelihood of younger groups and risks
to the viability of state resources. Such discourses have created a powerful and
unethical framework for understanding ‘intergenerational injustice,” a framework
that neglects the realities and continuities of intergenerational collaboration and
intertwined life courses.

Third, we will revisit the concepts of ‘population’ and ‘generation’ in the con-
text of ageing to deepen their historical and ethical value and counter their narrow
bioethical and popular demographic formulations.

Fourth, we will summarize the exemplary context of The Intergenerational
School (TIS) in Cleveland, Ohio, and its foundational ethic and learning model of
‘intergenerativity’ as one of intergenerational reciprocity and collaboration (George,
Whitehouse, and Whitehouse 2011; Whitehouse et al. 2000). This final part pro-
vides a case study of how this bold school innovation suggests a way to expand the
moral scope of ethical ageing that embraces public-health approaches, long-term
legacies, the arts and humanities, and intergenerational mediations. At the conclu-
sion, we will return to the importance of intergenerational relations as an ethical
strategy for connecting generations and communities in planning for the future.

Ageing and the limited ‘bio’ of bioethics

Bioethics is an important entry point for this chapter because its practitioners
claim to represent not only key issues in ageing, health, and welfare, but also the
ethical interface between knowledge and humanity.
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From its beginnings, bioethics had a bilocated, if not trilocated, birth (Reich
1994; Whitehouse 2003). Fritz Jahr was the first to use the term ‘bioethics,’ in
the 1930s, but it was not adopted broadly (Beever and Whitehouse, in prepa-
ration; Whitehouse et al. 2015). In modern times, Van Rensselaer Potter rein-
vented the term in 1970, inspired by Aldo Leopold’s environmentally oriented
land ethic (Potter 1971). Potter probably influenced the Kennedy Institute for
the Study of Human Reproduction and Bioethics, founded in 1971, to use the
term as well (Beever and Whitehouse, in preparation; Whitehouse 2003). Pot-
ter’s early intuition was that the scope of bioethics must extend to the full range
of human relations, to the extent that bioethics includes concerns for ecosystems
as a necessary condition for human health as well as concerns for the welfare of
ecosystems themselves, both issues of intergenerational legacy as well. Potter and
others also recognized that bioethics is an essentially political activity. Starting
in the early 1970s, the ethical principles, conceptual frameworks, and empirical
data sets were applied to particular problems in research. They were also applied
to the practice of medicine, nursing, and other health practices, but not to public
and environmental health.

Given this historical background, medical bioethics, the mainstream of pro-
fessional bioethics, has focused primarily on evaluating biomedical solutions to
human disease and suffering, thus cutting the bridge created by Potter to embrace a
global ‘bio’ as an ethical domain. As such, medical bioethics has addressed human
subjects’ protection, researcher conduct, the potential power of genetic approaches
to disease, and the use of neuroscience to explore the human mind and behav-
ior. However, bioethics, while struggling with its own sense of professionalism,
has too often served the goals of medicine rather than critically examining and,
as necessary, contesting them in a complex and developing scientific landscape.
For example, the National Human Genome Research Institute in the US is man-
dated to spend “not less than 5%” of the institute budget on Ethical, Legal, and
Social Implications (ELSI) of genetic and genomic research — an indicator of the
social and economic relevance of genetics for medical research (www.genome.
2ov/10001618/the-elsi-research-program/). This is a substantial funding opportu-
nity for ‘genethicists’ that attracts the time and attention of bioethicists who work
in the service of medical research. Given the excitement about progress in the
brain sciences and the enormity of dementia issues and brain health in our ageing
populations, neuroethics, like genethics, is almost a caricature of this celebratory
mode of thinking about its root concern — clinical neuroscience. In this case, by
asking questions that presume the power of scientific knowledge in neuroimaging,
along with the potency of pharmacological and surgical interventions, neuroethi-
cists often preclude or at least limit discussion of the merits of the science and its
claims and the broader social implications of its impact (Whitehouse 2003). For
example, should the ongoing exposure of children to lead and other environmental
toxins in water supplies worldwide not really be a ‘neuroethical’ issue?

With this kind of thinking in mind, one of us (Peter J. Whitehouse) advocates
at bioethics organizational meetings for the inclusion of intergenerative bioethics.
The American Association of Bioethics and Humanities was created in 1998 by
the American Association for Bioethics, Society for Bioethics Consultation, and
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Society for Health and Human Values. The Ethics Section of the American Public
Health Association is less than two years old. Other environmental ethics and
philosophy groups, such as the International Association for Environmental Phi-
losophy, are also relevant to our call for an integrated ethics. Whitehouse co-led
the development and presentation of essentially the same panel program calling
for an intergenerative bioethics at all 2015 meetings of these three groups (Beever
and Whitehouse, in preparation; Whitehouse et al. 2015). Environmental, public
health, and clinical bioethicists spoke about the necessary and important overlap
of their fields. Whitehouse also spoke about the need for a new framing of ageing
and age-related brain diseases as an example of the limited moral scope of current
biomedical ethics and the need for a deeper and broader practice of ecoethics.

Thus, our argument here is that, because conventional bioethics is often seen
as narrowly confined to professional and legalistic issues of medical research and
practice, a critical revamping of bioethics is needed in order to imagine other
kinds of ‘bio’ ethics. This may also help reduce the influence that hegemonic pro-
cesses of medicalization of ageing and life in general currently has on bioethics in
the United States and elsewhere. From microbial diversity to animal communities
and agribusiness to environmental well-being and human health, the vast network
of human relations to each other and to nature further problematizes the role and
scope of bioethical inquiry. At the fundament of our thoughts about reinventing
ageing ethics, as we will argue, fostering intergenerational learning organizations
is one way that points to a more integrated and deeper global bioethics, perhaps
also called an ecoethics, as an ethics of life itself that stretches from cellular com-
munities to human populations and beyond.

In summary, bioethics started with Potter and Jahr attending broadly to values
involving the relationships between humans and nature from an ecological stance.
It then narrowed in the waning decades of the twentieth century to focus more on
biomedical research and clinical issues, like informed consent and genetic testing.
We are now suggesting a return to the historically more expansive global view
mirroring the need to take a transdisciplinary systems perspective on the social
and ecological determinants of health.

Apocalyptic ageism and intergenerational injustice

The narrowness and reductionism of mainstream biomedical ethics find parallels
in popular demographic depictions of population ageing because both are based
on crudely empirical, politically biased, and individualizing models of what it
means to age. Yet, it would be rare to find an academic paper or book, popular
media, or policy report that did not introduce the subject of ageing without a vol-
ley of rhetorically powerful statements about the size, growth, longevity, and risks
characterizing our older populations and their supposed conflict with younger
generations. Headlining such popular reports in the media are metaphors of ‘the
gray tsunami,” ‘the silver tide,” and ‘greedy geezers,” which further propagate the
sense of threat to national prosperity posed by older people, who are often ste-
reotyped as engaging in leisure activities funded by undeserved state provisions
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and pension rewards (Zeilig 2014). For example, an editorial in Canada’s premier
national newspaper, the Toronto Globe and Mail, states:

Our biggest social problem is not how to redistribute more money to the
needy old. It’s how to protect everybody else from the tsunami of geezers
that’s about to crash on our shores and suck the wealth of future genera-
tions out to sea. The war against seniors’ pension reforms is a war against
the young. [. . .] With the geezer population set to double, their entitlements
will double, too — pensions, health care and all the rest. But it’s worse still
because, thanks to modern medicine, people will live forever.

(Wente 2012, A17)

If such statements were leveled against members of a particular racial, ethnic,
or religious group, rather than those of a particular age group, we would be jus-
tifiably outraged. But we should be equally outraged at such discriminatory and
negative victim-blaming images of old people and the ageist discourses that per-
petuate them.

The unusually large ‘boomer’ generation, born between 1946 and 1964, has
been particularly targeted as perpetrators of generational injustice and unethical
self-enrichment (Bristow 2015; Moody 2008). They are lambasted in topical non-
fiction books with sensationalist titles such as Who Destroyed the Economy: The
Case against Baby Boomers (Tankersley 2012), Baby Boomers Don 't Care about
Leaving Money to Their Kids, and Expect Their Kids to Be Poorer than They Are
(Goldman and Lubin 2011), and The Pinch: How the Baby Boomers Took Their
Children’s Future — And Why They Should Give It Back (Willetts 2011).

Shaped and shared through a discourse of demographic trends, the image of
the ageing population is one of a social force set to transform the world’s political
economies. In demography, such trends are statistically aggregated into median
ages, fertility and mortality rates, dependency ratios, migration patterns, and
life expectancies. For example, statistical data on Canada (e.g., Statistics Can-
ada 2011, 2012), the first author’s country, reveal that in 2006, 13 percent of the
Canadian population was over the age of 65, and by 2041, that figure is expected
to almost double (to 24.5 percent), with 80 years and older being the fastest-
growing age group. Median age calculations divide populations into younger and
older halves so that a median age over 30 indicates a population that is ‘older’
rather than ‘younger.” In Canada in 2011, the median age was 39.9, whereas
Japan’s median age was already over 40 in 2000. Predictions are that by 2050,
in North American and Western European countries, as well as Japan and China,
the median age will be between 40 and 50. Such trends influence government
policymakers, healthcare-system planners, and financial planners, who hold the
common view that as people live longer, they will also experience greater disabil-
ity and dependency, which in turn will require more social services and healthcare
resources. This view persists despite a multitude of policy research that dem-
onstrates that healthcare costs are rising, particularly in the United States, due
to the unregulated costs of drugs, overuse of technologies, insurance-company
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profits, malpractice-defense expenses, healthcare fraud and over-billing, and sys-
tematic waste and inefficiency, so that “contrary to popular belief, ageing of the
population is not a major contributing factor to the overall growth in healthcare
spending” (Rejda 2013, 171). In Canada, health costs have also risen because of
government failures to shift funding from expensive hospital to less-expensive
but needed community and home-care services (Carriere 2000).

Ageing demographic trends are also encapsulated in dependency ratios, which
calculate the extent to which growing dependent populations rely on shrink-
ing taxpaying working populations. For example, in Canada in 2006, the age-
dependency ratio was 210 elders per 1,000 15-to-64-year-olds and 250 dependent
youths per 1,000 15-to-64-year-olds. So the combined dependency ratio, old and
young, was 460:1,000 or 46:100. That rate is expected to rise to 60:100 in the next
couple of decades, and by 2056, the total ratio is predicted to be 84:100 (Wis-
ter and McPherson 2014). In addition, fertility rates are dropping. These trends
are accelerating in Europe and parts of Southeast Asia even faster than in North
America. It is expected that by 2050 Japan’s and Russia’s working-age popu-
lations will shrink 34 percent, Germany’s will shrink 20 percent, France’s will
shrink 6 percent, and China’s will shrink 3 percent (Haas 2007, 7). The social
insecurities imagined to follow from such trends have also fired up the global
political imagination. The American Central Intelligence Agency (CIA) produced
a report in 2001 on the ‘geopolitical landscape,” summarizing its major concerns
about regional conflict and noting that those countries identified as poor, unstable,
and “likely the most disruptive to US interests” — such as Afghanistan, Pakistan,
Colombia, Iraq, and Gaza (Central Intelligence Agency 2001, 41) — also have
large young populations. Here, the demographic divide between old and young is
embedded in a militaristic vision of American surveillance over global ‘hot spots’
of political activism and terrorism, even if such surveillance is predicted to be
beneficial and result in global ‘geriatric peace’ (Haas 2007).

Critics have consistently identified demographic statistical diagrams as well
as their media sensationalizing as part of an age-blaming discourse of ‘alarmist’
(Katz 1992) or ‘apocalyptic’ (Gee and Gutman 2000) demography. They argue
that dependency ratios misrepresent older people as being economically depen-
dent just because of their age, as if retirement was synonymous with ‘unproduc-
tivity.” In reality, people past retirement age perform essential work as volunteers,
grandparents, domestic caregivers, and community mentors, even if such work is
unpaid and undervalued. Most importantly, in the period between 1996 and 2041,
the total combined dependency ratios have been and will continue to be relatively
modest compared to the 1950s and 1960s, when the boom in fertility rates cre-
ated large populations of children, who required family supplement support, new
schools, and health programs. However, in the apocalyptic discourse children are
a worthwhile investment, whereas support for older people is an expensive diver-
sion of resources.

This is where popular apocalyptic demography intersects with the pernicious
ideology of ‘intergenerational injustice’ and its implications of a war between the
supposedly privileged old and the marginalized young. American gerontologist
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and activist Harry R. Moody (2007) attributes the idea of intergenerational injus-
tice in the United States to the neo-liberal dismantling of the welfare state in
the 1980s, along with increasingly conservative governments and groups such
as Americans for Generational Equity (AGE) that pushed the idea of age-based
rationing of healthcare resources. By the 1990s, the debates were further buoyed
by ‘positive’ research that portrayed older people as healthier and wealthier
than previously thought and chronological age itself as an outdated and ageist
biomarker of questionable social significance. The critiques by Moody and his
associates ring true for other countries that have recently used age-blaming to
influence social policies — for example, Austria (Weicht 2013), Sweden (Jonson
and Jonsson 2015), and Hong Kong (Kwok and Ku 2016).

Despite the assumptions that a self-empowered gerontocracy is impoverishing
its own children and threatening economic sustainability and social democracy,
critical research maintains that there is far more intergenerational interdependence
and cooperation than antagonism (Kaplan and Liu 2004). Kemp (2005) argues
that relationships between grandparents and grandchildren are important not only
for family continuity and biographical sharing, but also for financial support and
legacy investment, which help protect against economic risks and accumulated
social disadvantages. Further, as Williamson, McNamara, and Howling (2003)
note, many social policies that benefit older people also benefit younger people,
and there is always a flow of goods and services between generations, substan-
tiating a ‘GI’ (Generational Interdependence) rather than a ‘GE’ (Generational
Equity) perspective, even if the latter has been more successful in framing policy
debates (Williamson, McNamara, and Howling 2003, 10).

Revisiting population and generation

In the same way that the ‘bio’ of bioethics can be critically expanded to include
far-reaching intergenerational relationships beyond medicine and health, the eth-
ics of population ageing and generational reciprocity can be extended by revisit-
ing ‘population’ and ‘generation’ as socio-historical ideas. As discussed elsewhere
(Katz 1996, 2013), the accepted truth that older people constitute a ‘population’ is
itself the result of a historical process, as are the statistical discourses that define
them as such. Populations are not natural bodies, but socially organized and often
problematized groupings made knowable for political reasons. The history of old
age reveals that the ‘ageing population’ became a political product of 19th- and
early 20th-century institutional and pension reform, new geriatric and geronto-
logical sciences of ageing, and industrial labor models that included retirement.
For example, one of the first surveys of the problem of ‘old age dependency’ in
the United States was Lee Welling Squier’s Old Age Dependency in the United
States: A Complete Survey of the Pension Movement (1912), which states that
“the American nation is face to face with a stupendous problem: Hundreds of
thousands of working people already across the border into helpless and hope-
less superannuation, tens and hundreds of thousands more now pressing the bor-
der line” (1912, 16). Although this negative portrayal was intended as political
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support for social-security planning, it created the image of older people as a
special, age-graded population whose vulnerability was a national ‘stupendous
problem.” Differentiating ‘the elderly’ was also part of a deeper historical ‘bio-
power’ insinuated within the modern state that governed the general population as
a source of productivity, security, and national identity. This Foucauldian sense of
government (Foucault 1980, 2004) remains highly relevant to understanding how
ageing populations are organized as categories of persons in socially problematic
ways (Moreira and Palladino 2011; Pickard 2013).

At the other end of the lifespan, youth and adolescence were similarly con-
structed as specific populations. American psychologist G. Stanley Hall, who
coined the term ‘adolescence,’ left no doubt about its defining characteristics in
his seminal two-volume book entitled Adolescence — Its Psychology, Anthropol-
ogy, Sociology, Sex, Crime, Religion and Education (1904). The association of
youth with delinquency and instability, as well as dependency, still mars younger
cohorts as risk categories. However, as contemporary research illustrates, the
real risks to young people are the result of the socially imposed pressures of bal-
looning student debt, poorly paid and unprotected jobs, stressful expectations for
job-change ‘flexibility,” financial constraints on starting a family and a career,
dislocation of traditional places of residence, and environmental and urban deg-
radation. As Settersten and Ray (2010) argue, young people today are actually
more isolated and insecure than in the past, despite their unprecedented access
to collective social-networking systems. “The number of young people nation-
ally [United States] who are completely disconnected and on the brink of sink-
ing before they even get started is alarming” (Settersten and Ray 2010, 74). And
the racial division within the American population is also alarming, since “more
than one-half of young black men ages sixteen through twenty-four are neither in
school nor working” (Settersten and Ray 2010, 74), with an extraordinary number
of those young black men having moved through the prison system. Life expec-
tancy for younger generations may be expanding, but the security of their ageing
is eroding because of the social forces aligned to the disruption of healthy and
sustainable long-term and intergenerational lives.

If seeing ageing populations, both young and old, as biopolitical entities chal-
lenges their apocalyptic stereotypes, then we can similarly revisit the concept of
‘generation’ in a way that challenges the narratives of intergenerational injus-
tice. Again, generations are neither naturalized age-determined groups nor self-
determining identities. Generation is a social grouping and was introduced as such
by Karl Mannheim in his essay ‘The Problem of Generations’ (1998 [1952]),
which insightfully outlined how a generation is a congregation of identity, con-
sciousness, class, history, and location. Mannheim wrote that only in a “utopian,
imaginary society” could social life be envisioned as one generation living on
forever, because in reality we live in a society where “the transition from genera-
tion to generation is a continuous process” (1998 [1952], 170). Each subsequent
generation has “fresh contact” with the legacies left by previous generations, such
that “generations are in a state of constant interaction” (1998 [1952], 180). Further,
“whether a new generation style emerges every year, every thirty, every hundred
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years, or whether it emerges rhythmically at all, depends entirely on the trigger
action of the social and cultural process” (1998 [1952], 191, emphasis in origi-
nal). Mannheim’s message was that there are no isolated generations, because age
groups, their legacies, and their historical spaces are interlaced, co-constitutive,
and transcendent of the limits imposed by any one generation upon others. Gen-
erations generate the transmission of culture itself (Burnett 2010; Edmunds and
Turner 2002).

The historicity of populations and the transmissive power of generations under-
mine the static and ageist demographic diagrams that dominate public imagery
about planning ageing and health futures. At the same time, they open new ‘inter-
ethical” spaces of interdependence and intergenerativity that can undo the ways
in which ageing has been compartmentalized into cohorts whose differences are
posed as the bases for fear and competition. The ethical issues of care that follow
from such compartmentalization have been many, the most prominent of which
is a language of degeneration, dependency, suffering, and selfishness that affects
how older people are treated in practice. The consideration of ageing concepts,
such as ‘population’ and ‘generation,” as fluid processes with positive tonality
and shaped by historical and collective understanding is essential to imagining a
shared future.

Intergenerativity and the Intergenerational School

In this final part of this chapter, we will look into how the ideas of ‘intergen-
erativity’ and intergenerational ethics about community, ageing, and generational
bonding are practiced in the context of The Intergenerational School (TIS) in
Cleveland, Ohio (see www.tisonline.org/).

TIS was founded in 2000 by Peter J. Whitehouse, his wife Catherine White-
house, and a team of others, as a place where inner-city students (of all ages)
and volunteers could teach, study, and mentor together. The school’s activities
involve intergenerative programming in nature studies and sustainability, health
and wellness, history and reading, and visits to long-term care facilities, muse-
ums, parks, and nature centers in order to create “shared spaces in which older
persons can educate younger children about significant aspects of their life sto-
ries,” which “fosters opportunities for increased senses of purpose and the further-
ing of legacies” (George, Whitehouse, and Whitehouse 2011, 401). The schools
foster individual relationships between adults, including elders with cognitive
impairment, and children, many of whom come from impoverished backgrounds.
Mixed-methods research has demonstrated that older people with dementia ben-
efit from participating in the school programs (George and Whitehouse 2010).
The signature program is reading mentoring, in which pairs read books to each
other or share stories from their own lives. TIS has received national and inter-
national awards for its impact on both children and elders, and the school has
been highly rated for students’ performance outcomes. The second author, Peter
J. Whitehouse, is most familiar with this particular model but sees it as just one
example of the intergenerative approach that can be adapted in conversation with
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local communities in the US, Canada, and abroad. Our position is that, while
organizations such as the Alzheimer’s Association may irresponsibly try to create
fear and promote the risks of ageing in terms of loss in order to exaggerate the
benefits of hypothetical medical treatments (Whitehouse and George 2008, 2015),
TIS has demonstrated that the existence of older people in a community is an
asset. Even elders with memory loss can play important roles in a community by
serving as collective long-term memory and care enhancers, as well as reminders
of the cognitive challenges we all face. In concept, TIS is part of a larger emphasis
on intergenerational ethics taking place in academic circles in trans- and inter-
disciplinarity, transhumanism, and responsible innovation. Common to all these
trends is a focus on connectedness, inclusiveness, future orientation, and a broad
set of values. They are all, in the word we are promoting in this chapter, ‘intergen-
erative.” They go ‘between’ to go ‘beyond.’

The prefix ‘inter-,” rather than ‘multi-,” signifies a genuine conversation among
fields of human endeavor, a conversation that can lead to cooperation — and, as
needed, compromise — in service of a collaborative process that promises to be more
effective at social reform than a simple co-presence of different knowledge-making
silos. Think of a client-centered care plan constructed by a high-functioning, cul-
turally sensitive, inter-professional team. And here we are confirming the concep-
tual and methodological importance of ‘intergenerativity’ as a new word with the
potential to generate metaphors and narratives to temper the bioethical and apoca-
lyptic demographic frameworks. ‘Inter-’ also signifies a space that is contingent
upon the social structures that position generational and life-course differences,
such that ‘young’ and ‘old,” like ‘population’ and ‘generation,” are recognized as
flexible categories relative to each other, rather than as naturalized ahistorical age
entities (see van Dyk 2014).

Thus, intergenerativity is the ethical foundation for TIS in Cleveland, which for
15 years has provided evidence and inspiration that seeking intergenerative solu-
tions to social problems can lead to excellent results for both children and adults,
even those with dementia (Whitehouse et al. 2000). Many citizens in the United
States and other countries believe that public education is not only inadequate
but failing. Recalcitrant teachers’ unions and rigid administrative bureaucracies
create, quite ironically, organizations that cannot learn and cannot change fast
enough. In the United States, the public-charter-school model has been devel-
oped as an opportunity to foster innovation. In exchange for relaxing some of
the bureaucratic regulations encumbering regular public schools, such schools
are given the opportunity to demonstrate value in the form of better-educated
students — for example, more college graduates. The results have been mixed,
depending on the motivations and approaches of the educational reformers and
the level of support and competence of the sponsors of the charter schools.

Social reformers are also looking for opportunities to take advantage of the
national resource that elders represent. A variety of programs allow older adults
to volunteer in schools, and for school students to visit elders in the community or
long-term care residences. However, TIS was the first to design a learning organi-
zation from the bottom up that embraces lifelong learning and spirited citizenship
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for all learners, regardless of age. Because of the success of TIS in Cleveland
(there are now three intergenerational schools throughout the city), the TIS team
has founded Intergenerational Schools International (ISI) to disseminate the model
in other national and cultural settings. Just as in the three schools in Cleveland, the
pedagogical model is adapted to the community wishing to support such a school.
Even in Cleveland, the schools are different, reflecting the ethnicities and values
of the local communities. Nevertheless, the focus on learner-centered, intergen-
erational, and developmentally appropriate learning and the social construction of
knowledge is promoted wherever the model is disseminated. Creating collective
wisdom through story-sharing and relationship-building is highlighted as part of
the core activities. Currently, the team is working in Asia, North America, and
Europe to create intergenerational knowledge centers (which may or may not be
based in an actual school) that respond to different community needs, such as
private schools and after-school programs, rather than simply modeling schools
closely after ours in Cleveland. The long-standing collaborative and sister pro-
gram in Japan is such an after-school program. The team is also in the process
of developing individual and organizational curricula that will allow people to
develop their knowledge about intergenerative learning.

Not surprisingly, the first glocal (i.e., global thinking applied locally) project
of ISI is The Intergenerativity Project (TIP). In recognition of the 15th anniver-
sary of TIS, the team is collecting stories from students; teachers; staff mem-
bers; administrators; community, national and international leaders; and others
about their intergenerational learning experiences in the school or their hopes
for the intergenerational schools. Under the direction of Richard Geer, founder
of Community Performance International, the stories will be blended into a play
performed by school and community members that will then be used to inform
other organizations and individuals about TIS and its programs (Geer et al. 2012).
It is hoped that what will emerge from the play and the associated international
collaborations is a message not only about how we think and learn across genera-
tions, but also about how and what we value. The stories express the importance
of fostering dignity for all individuals (regardless of ability), diversity, relation-
ships, social justice, the arts and humanities, respect for nature, and solidarity
across geographic and temporal distances.

Finally, legacy is a key focal point for ethical deliberations in this movement’s
intergenerational work. Legacy can be framed by key questions, such as “After
your death, what is the narrative of your enduring impact on others in your family
and community? How do you want to be remembered as others place you in the
roster of departed ancestors?” Two specific intergenerative legacy projects illus-
trate the importance of mutual respect, dignity, diversity, and future-orientation to
our moral compass. One is a book called The Legacy of Clark Freeway Fighters
(Harris and Whitehouse 2011), based on stories our children collected from adults
and elders, including some with dementia, about how they saved the community
and its nature center (where our kids visit) from a corrupt politician who wanted
to put a highway through it. The project inspired spirited citizenship and environ-
mental activism (George, Whitehouse, and Harris 2012). TIS also participates with
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the Legacy Project in Canada on YOU 177 (Young Old United One World Seven
Generations Seven Billion People; see www.legacyproject.org), a global effort to
enhance long-term ecological thinking and valuing in community. Overall, the
intergenerational-school movement is growing and demonstrates that the potent
gathering of legacy, education, generation, and ethics around ‘inter-’ spaces, nar-
ratives, and practices provides an important direction to planning ageing futures.
The principal lesson of this model is to foreground the experiences and capabili-
ties of people at different points on life’s journey. It is not about chronological age
itself, but about the power of integrating knowledge from learners of very differ-
ent backgrounds. A narrative ethic frames the creation of discourse spaces that
release the human imagination to think about human diversity from a long-term
perspective. Aiming for collective wisdom that informs spirited citizenship is the
goal. Intergenerational schools are only one manifestation of this pedagogical and
ethical approach (Kaplan and Sanchez 2014).

Conclusions

In An Inconvenient Truth (2006), Al Gore was correct to both employ the con-
cept of ‘intergenerational ethics’ and claim that climate change is the biggest
long-term issue we face. Indeed, the ecological, political, economic, health, and
religious conflicts resulting from tensions around global inequalities are in some
way counteracted by the long-term legacies of survival that pass from one gen-
eration to another. As Simon Biggs (2014) contends, successful cultural adapta-
tion requires the “rediscovery of the importance of generational intelligence” that
includes the “ability to negotiate between generational positions” (Biggs 2014,
14-15). Globally, rather than being a mega-problem, ageing, understood as a his-
torical and social process, can be inverted to become a mega-solution because the
transfer of human repositories of experience, stories, and wisdom is one way to
deepen resistance to social instability, to say nothing of how ageing populations
are influencing new transnational movements, identities, technologies, and forms
of ‘postnational” and cosmopolitan citizenship (Phillipson 2009). In this chapter,
we have supported these claims in our critiques of bioethics, popular demography,
population, and generation, and with the case study of TIS.

We believe that the overall discussion of ageing and ethics is key to planning
the future of human relations, because ethics has always been an area of critical
inquiry that bridges bio-, eco-, and socio-historical forces with the intergenerational
dimensions of our humanity. How we age is essentially an ethical question and has
been part of the planning of future life since well before the emergence of the medi-
cal and gerontological sciences. Ageing also offers us a magnifying lens — both a
conceptual microscope and an imaginative telescope — to look deeply into ourselves
and broadly across the distances we need to travel. In order to see ageing ethics in
these ways, as this chapter has argued, we need to overturn the professional rigidi-
ties, cultural restrictions, dominant narratives, and public anxieties that isolate age
groups and marginalize the power and creativity of the ‘inter-’ spaces between ages,
dependencies, communities, and legacies that are germane to our ageing futures.
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ageing

healthy life expectancy 48, 52; see also
third age

immortality: anti-ageing practices and
ageing prevention toward 191, 194;
longevity goals toward 184—5; near-,
biomedical life-extension technologies
and 119, 129n1; population growth with
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India, older population demographics in
1312

individualization: advance directives
reflecting 149, 154; advance healthcare
planning reflecting 165; dementia and
82, 217; ethical meaning of ageing and
34-5; modernization and 1-2; solidarity,
family caregiving, and 229, 231, 233,
235; third and fourth age 53

intensive care 104, 106, 151, 155, 159,
172

intergenerational ethics: age-group justice
and 240, 242-5; ageism addressed
by 240, 242-5; bioethics and 240-2;
dependency ratios considered in 244;
fourth age isolation and 51; generation
distinctions revisited in 2467,
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and cooperation in 245, 247-50;
Intergenerational School foundation of
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in 232; end-of-life decision-making in
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justice as 5, 42-3, 131-44, 172,
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issues of 112; solidarity and 229, 236

law/laws: advance directives and 149-51,
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planning and 170, 176; competence
under 90; dementia and 208-9, 216;
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16, 18; overview of 11-12, 25-7, 57-8,
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age 47; longevity impacted by 182-3; in
third age 47, 48, 50, 50-51, 64
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(see also advance directives); advance
healthcare planning addressing use of
168; end-of-life decision-making on use
of 104-14

limit situations 80—1

living wills see advance directives
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195-6; ethical implications of 187-8;
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187-8; overview of 181-2, 187-8;
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186-7; religious arguments related to
184-5
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213-15; family caregiving as 228, 232-7;
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66,213-14

medicalization of ageing 3, 15, 174, 242

medicine and healthcare: advance
directives in 66, 105-8, 110-13, 149-61,
165-8; advance healthcare planning in
108, 164—77; advance research directives
in 216; age-based rationing of 1618,
140-1, 245; anti-ageing practices and
ageing prevention in (see anti-ageing
practices and ageing prevention);
appropriate medical care debate in
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technologies in 14-15, 119-29, 141-2,
182, 186; biomedical life plans for
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predictive testing or risk prediction 207-10,
213-14,219-20

preferences: advance healthcare planning
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despite cognitive deterioration 96

medical technologies in 104—14, 165,
168; longevity goals in 181-8, 195-6;
public health issues in (see public health
issues); solidarity in 40, 42, 53, 82-3,
228-37; vulnerability addressed in 42,
51-52, 59, 65, 75-87, 215
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207

modernization 1, 2, 57,209, 217

morality: age-based rationing of healthcare

and 16-17; ‘growing old gracefully’ by
discharging moral obligations 1247,
129; moral commitments and decision-
making 217-19; moral framing of
dementia predictive testing 208—10;
moral norms 20-3; moral responsibility
for fourth age care 65; personal freedom
and 2; personal identity and moral
development 35; premature death and
2; solidarity as moral principle 228-9;
see also ethical issues

prevention: ageing (see anti-ageing
practices and ageing prevention);
prevention-focused dementia research
207,212-16, 221n4

principlism 112, 171-2

prospectivity 158-9

psychology: biopsychosocial model of
cognitive deterioration and competence
95-6; dementia research and 206,
216-19; ethical meaning of ageing and
35, 38-9, 41; life-course perspectives

and 12, 19-20, 23; potential and
vulnerability and 768, 80-1

public health issues: age-based rationing
of healthcare as 16-18, 140-1, 245;
anti-ageing issues as (see anti-ageing
practices and ageing prevention);
dementia research as 92-93, 205-23;
intergenerational ethics as 240-50; life-
course perspective on 11-27; longevity
goals in 181-8, 195-6; resource
allocation as 1518, 22, 134-5, 139-44,
172, 231; solidarity and family care
support as 228-37 (see also solidarity);
see also medicine and healthcare

mortality see death

natural lifespan perspective 16, 18, 110

neoliberalism 3, 228, 230-1, 237, 245

Netherlands: disability among ageing
population in 232; family caregiving in
232-4, 237; health and financial status in
49, 49, 50; post-modern values in 50, 50

New Zealand, end-of-life decision-making
in 104

old old: end-of-life decision-making by
(see end-of-life decision-making); fourth
age as (see fourth age); vulnerability of
(see vulnerability in old age); see also
fourth age quality-adjusted life years (QALY) 14

reciprocity principle 234, 237

regret theory 219-20

religious perspectives: ethical meaning
of ageing and eternal life in 41;
gerotranscendence in 80; on longevity
184-5; psycho-spiritual development
75; respect and dignity in 138;
responsibility 82

research: on advance directives 152-3;
on advance healthcare planning
174-7; advance research directives

palliative care: advance directives and
160—1; end-of-life decision-making for
105, 108-9; fourth age need for 66—7;
resource allocation and 16

participation society 234

Patient Self-Determination Act (1990) 107,
165

philosophy: age-group justice and 131,
133, 136, 138, 143; care ethics and
172; communitarianism and 173-4;
competence and capacity terminology

in 90; dementia research and 217,

219; ethical meaning of ageing and
31-44; immortality and 119; life-course
perspective and 19-23, 26; solidarity
and 229

on 216; on anti-ageing practices and
ageing prevention 194-5; on cognitive
deterioration and competence 92-93,
95-97; on dementia 6, 92-93, 95-97,
205-23
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respect and dignity: advance healthcare
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age for 86; financial issues related to
51; third and fourth age following; see
fourth age; third age

risk prediction for dementia 207-10,
213-14,219-20

Russia, working-age population in 244

self-actualization 81-2
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sociology: advance directives and 149,
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reduction of 230-1, 237; overview
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technology: biomedical life-extension
technologies 14-15, 119-29, 141-2,
182, 186; ethical meaning of ageing
in relation to 39-40; life-sustaining
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terminal decline 60-3, 110
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53; ageing processes among 47; anti-
ageing practices and ageing prevention
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nature of later life and 58-9; definition
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49, 51, 67; life-course perspective on
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of-life decision-making reflecting 112;
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172; definition of 124-5; ‘growing
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friendly culture recognizing 85-7;
anthropological approach to 83—4;

care needs and support for 78, 82-3;
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