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ABSTRACT This article presents end-of-life controversies as a site through which we can disclose
the operation of public power. Reviewing some recent political negotiations on end-of-life decisions
(such as withdrawal treatment or the legalization of euthanasia), the article investigates the particular
role that an intimate experience with the end of life plays in those political negotiations. As the collective
acknowledgement of the individual emotional experience with body and mind during the end of life,
intimacy enables us to conceive the nature of public power in the mutual engagement between the
collective and the individual. Since this has an impact on the dynamic of political negotiations, the article
concludes by suggesting that Western liberal democracies are facing not a disappearance of politics but
a transformation of public power through intimacy.
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Introduction

In 2005, the whole world could follow live the highly emotional controversy over whether or
not the American Terri Schiavo’s feeding tube should be removed (as Quill [2005] analyzes).
Photos of an inert woman being caressed by her parents sitting at her bedside alternated in the
media with speeches and argumentations by priests, doctors, and politicians about whether
life in a persistent vegetative state, as was Terri’s, was a “life with dignity”. During the same
period of time, the French Parliament had been debating a law regulating end-of-life deci-
sions in response to the emotional media case of a young fireman, Vincent Humbert, who
in 2003 had written an open letter to the president claiming his “right to die”. With that let-
ter, Humbert publicly raised the question of the legal possibility of “active euthanasia” and
showed, once again, the central role of autonomy in end-of-life debates (see Durnova and
Gottweis 2009). In the years to follow, both European and US politics would experience
manifold similar cases of people suffering from incurable diseases or being limited in what
they label as the capacity to lead a “life with dignity” launching hotly debated controversies
dealing with the questions of who has authority over these decisions and how both autonomy
and dignity should be understood in the current era of Western liberal democracies.
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The present reflection aims neither to encompass these rich and heterogeneous discus-
sions nor does it pronounce ethical judgments on respective decisions concerning the end of
life (such as the legislative status of “assisted suicide” or “active euthanasia”, or the legal
frameworks for treatment withdrawal). The cases mentioned above expose the fact that the
societal debate on end-of-life issues is no longer a question exclusively of ethics; instead,
the ethical values of dignity and autonomy have materialized in Western societies as a result
of political negotiation of the particular social, historical, and cultural conditions in which
people die. Considering these political negotiations through discursive practices' — as they
become apparent in debates, legislation, strategy papers issued by institutions or civic asso-
ciations, as well as through media coverage of end-of-life controversies — this article explains
how intimate experience intervenes in this process.

The following reflection builds on the background of the current Western discourse on
death and dying, where end-of-life issues have been simultaneously considered as intimate
issues (see the works of Ari¢s 1980; Berger 1969; Amundsen 1989; Noys 2005; Lupton 2003; or
the review of the debate in Vido 2011). The recent political negotiations over end-of-life choices
reveal to us how that intimacy itself becomes a site of politics. This article takes up what has
been loosely referred to as the interpretive tradition in political science® — which has abundantly
argued that discursive practices are revelatory of the nature of public power because they shape
policy arguments, practices and instruments (Dryzek 1993; Hajer and Wagenaar 2003; Fischer
and Gottweis 2012; Howarth 2010; or Yanow 1996), and argues for an understanding of the
end-of-life controversy as a site through which we can denude the way public power operates.

The end-of-life examples illustrate for us here how public power is exerted with and
through the intimate experience of the end of life. “Intimacy” refers here to the discursive
practice by which a particular collective acknowledges the individual’s emotional experience
(as argued by Giddens 1992; Sexton and Staudt Sexton 1989; Zelizer 2005) with death and
dying, thereby encompassing both the material and non-material aspects of this experience.
Although the role of intimacy for politics has been touched upon in works on gender and
family policies (Martin 2001; Roseneil 2010), the focus on intimacy in the end-of-life con-
troversy goes beyond gender-specific roles of intimacy to point out the mutual engagement
between the collective and the individual, which is essentially the nature of public power in
liberal democratic policy regimes.

To reflect on the nature of public power is crucial here for showing that end-of-life con-
troversies demonstrate that Western liberal democratic policy regimes are facing not a dis-
appearance of politics but a rearrangement of politics by relocating public power into the

1 The terminology in the approaches using “discourse” as the lens through which to view and inter-
pret policy processes has varied in recent decades. The term “discursive practice” is used here in
order to avoid any misunderstandings between the notion of discourse as a product of verbal inter-
actions and other textual practices and discourse as the active agent shaping our view of social rea-
lity thereby implicitly relativizing the notion of “social reality”. Discursive practices shape views
of social reality in the first place.

2 For an overview of the approach through discourse in public policy in the Czech context, see Dur-
nova (2011b).
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sphere of intimacy and by affecting in that way the dynamic of political negotiations. In so
doing, this article extends the debate on death and dying that has occurred in the social sci-
ences (such as Clark 2002; Kaufmann and Morgan 2005; Kearl 1989; Kiibler-Ross 2009;
Maly 2011; Noys 2005), as it shifts the focus from the values of dignity and autonomy to the
notion of public power through which these values come into being and open the terrain for
intimacy. Furthermore, although there have been studies on discourses of death (Carpentier
and Van Brussels 2012) and on the political nature of the end-of-life debates that define these
issues as controversies (Green-Pedersen 2007; Engeli, Green-Pedersen and Larsen 2012), to
date such studies have not focused on the role of intimacy.

The first section of this article sets the stage for understanding why it makes sense to
read the end-of-life controversy through political lenses and focus on the nature of public
power. The second part offers an overview of some recent end-of-life cases that dominated
the media in the United States and in Europe, in order to show how autonomy and dignity
have been used by all actors as arguments to advocate for a particular end-of-life decision,
be it for or against self-chosen death. The third part then reveals the role of intimacy in the
presentation of both these values based on the results of analysis of media coverage, expert
interviews and relevant policy documents done in earlier studies on end-of-life debates
(Durnova 2011a, 2011b and 2013). The cited end-of-life examples are suggestive rather than
comprehensive, and they demonstrate the plausibility of the theoretical reflection elaborated
herein. The article concludes by clarifying the main conclusions we can draw from the case
of end-of-life controversies about the mutation of public power that is currently taking place
in liberal democratic policy regimes.

The political face of the end-of-life controversy

In recent works of political thought, the role of death in the Western political order has been
seen as the outer limit of political regulation, beyond which power is no longer exercised
(Agamben 1998; Murray 2006; Dean 2002) or as something with an essentially sacred char-
acter that therefore places it outside of everyday human existence (as argued for example
by Douglas 1966; Durkheim 1971).> This consideration of death and dying fundamentally
changed with Michel Foucault’s introduction of the concept of biopolitics (e.g. Foucault
1997), which stipulates that the key capacity of death is to create a symbolic order that strati-
fies society. According to this view, the political face of death detaches itself from the some-
what traditional dimension of morality politics and advances the power relation postulated
between the individual and the collective.

3 This reflection considers solely the Western context of policies on the end of life. This does not
suggest in any way that the plurality of historical and philosophical axes influencing the debates
in Asia or Africa should be neglected. Several narratives — religious and secular — have provoked
interesting discussions on euthanasia and self-chosen death and have influenced to some extent the
general debate in the Western world. In the interest of remaining within the bounds of the study and
given the focus on policy regimes in the Western world, the present overview cites only examples
from that tradition.
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Foucault reveals how this limit of political regulation has been mitigated by the bor-
der between the dead and the living. Whereas the traditional power scheme of the political
authority decided between “letting live” and “making die”, Foucault argues that modernity
has altered this scheme by subverting this mechanism and changing its nature from the line
between “letting live” (reprieve) and “making die” (punishment) to the border between “mak-
ing live” (treatment) and “letting die” (no more treatment) (Foucault 1997). The struggle to
define what is to be made to live and what is to be allowed to die is by no means an exclusive
question of purely biological criteria but is articulated through historical, ethical, cultural and
scientific discursive practices, as many scholars using Foucault’s concept have later shown
in their analysis of health issues (e.g. Gottweis 1998; Memmi 2003; Nettleton 2000; Rose
2007). Indeed, this struggle of discursive practice interfering in and shaping the debate is
central to the nature of public power that appears along with biopolitics. The power shaping
and shaped by discursive practices namely entails questioning how the line is drawn between
“normal” bodies and those that, for whatever reason, are considered not normal. How and
where that line is drawn encompasses history, culture, ethics, spirituality, and in particular
power agencies.

Agamben (1998) develops this notion of power in relation to the value of dignity —
central to the Western debate on the end of life — by explaining that the phrase “death with
dignity” implies that the dying subject has value. When the death is of someone in a concen-
tration camp, of some other prisoner, or indeed of any subject to whom has been attributed —
by a group or by the whole society — a limited or modified value of dignity, the specific pro-
cess of how dying is conceived and evaluated is impacted.’ As Agamben points out toward
the end of Homo Sacer, it is important to understand these historical practices as stemming
from a concept of life as something that is “worthy” (as Murray 2006 and Lemke 2003 also
argue). Although the “worth” of life has become negatively connoted through the historical
experience with genocides, and these negative references enter current debates on end-of-life
controversies, it is essential to understand that a life’s “worth” builds on a notion of death as
an apparatus that denudes the classifications of good, bad, normal and relevant, regardless
of the ethical tone in which these terms are used and concrete classifications are carried out.

In order for us to understand the nature of this classification of historical, ethical, scien-
tific and cultural discursive practices, it is necessary to analyze how a particular form of death

4 Although Agamben does not name the zone explicitly, he links death to the notion of “life” by
engaging the double face of life as “bios” and as “zoe”. He enters the area of dignity by reflecting
the “coma” and “coma dépassé” that brings a new notion of “bare life”, which is nevertheless retro-
spectively seen as “bios”.

5 Similar observations were revealed in manifold analyses of the history of the practice of medical
experimentation on bodies that were not seen, by the particular society or at the particular period of
time, as possessing enough dignity to warrant more considered treatment (Lemke 2003 and Dean
2010). In modern history, this evaluation of life can be seen mainly in the conception of the T4
program of euthanasia in Europe during the Second World War, in which mentally or physically
disabled persons were brought to centres where they were killed by lethal injections. The lives of
patients killed in those establishments had been deemed at the time as “not worth living” (in Ger-
man, “unwiirdig” [Lemke 2003]).
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or dying is seen as “normal” and “good,” and for whom it is seen as such. The classification
becomes more complex if we disclose, as Agamben also suggests, that the current debate on
self-chosen death defines the act of killing someone not as a murder, punishment, or geno-
cide, but as an expression of “mercy” and “compassion” (Agamben 1998: 174). By integrat-
ing this emotional dimension and respect for someone’s will, we focus on the individual
who takes part actively in the classification of good, bad, or normal. It follows that each and
every end-of-life policy responds to a certain mode of governing the individual and not only
becomes evidence of concrete discursive practices arguing for a particular end-of-life choice
but, at the same time, highlights the individual’s perspective based on his/her intimate experi-
ence, conveying these discursive practices.

That is what Foucault showed in his late work on the “empowerment of the self”, by
stating that public power appears through the negotiation of discursive practices that the indi-
vidual adopts, rejects, or revises (cf. Foucault 2008). Targeting the intimate experience of
end-of-life issues such as anxiety, hope, and frustration related to the end of life means then
to go beyond the contours of the empowerment of the self and to look at how the individual
emotional experience of the self is acknowledged or not, and by whom it is acknowledged in
the respective negotiations of discursive practices. Doing so can elucidate the peculiarities of
public power through which political institutions try to permit, maintain, or reverse concrete
end-of-life choices.

Western discourses on the end of life;: autonomy and dignity

It follows from this theoretical discussion that, when observing current end-of-life debates —
be it in the media, in political discussions, or in expert debates — we look on them not as some
sort of moral or ethical guidelines but as regimes that govern the individual’s relation to soci-
ety, and society’s relation to the individual. These regimes govern through various sorts of
discursive practices that interact with each other in the debates.

Such an insight into end-of-life debates takes into account history, culture, and specific
spatiotemporal political contexts to which particular policies seek to respond. In such an
insight, ethical and moral questions are but some of many components of the debate. To fol-
low this insight through discursive practices is to specify how all these contextual elements
interact with each other and to focus on the nature of public power confronting us when the
end-of-life issue is debated or when concrete policy instruments and agendas are proposed.
In this sense, current end-of-life controversies are co-produced through historical and socio-
political developments, scientific knowledge, and networks of professional associations, as
much as they are accompanied by actual advocacies for challenging or consolidating these
developments.

In the Western political landscape related to the end-of-life issue, autonomy and dignity
are being used as key drivers for such advocacies, regardless of which end-of-life choice is
being argued for (see also Schicktanz et al. 2010). To begin with, advocates for self-chosen
death who fight to extend personal rights to include a right to die argue that against the back-
ground of “life being no longer what it used to be” for some people, self-chosen death should
be both legally and morally permissible. Right-to-die movements — such as the one in France
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stemming from Humbert’s case and including the ensuing national debate on the end-of-life
law — introduce into the debate arguments and narratives that place the ethical values of dig-
nity and autonomy at the forefront of politics, thereby reshaping the context in which they
become apparent.

Everyday practices in hospices, hospitals, and special-care units for the terminally ill
demonstrate another aspect of the political forefront of autonomy and dignity. The increas-
ing numbers of deaths in hospital settings — compared to the decreasing numbers of at-home
deaths and the declining number of multigenerational homes that once provided a care net-
work at the end of life — have anticipated the transformation of the end-of-life sector by inten-
sified individual participation in care. This can be seen in the question of how to finance care
at the end of our lives (Memmi 2003) and in the expectation that individuals will assume the
organizational tasks previously assumed by institutions (as argue Nettleton 2000; Rose 2007).
Such a role for the individual reshapes these ethical values and anticipates, to a large extent,
the idea of self-chosen death because it exposes individual choice as a legitimate approach to
determining one’s own care.

Autonomy and dignity are both anchored in the legislative texts of Western liberal dem-
ocratic regimes, be it through the Universal Declaration of Human Rights or through specific
laws that refer to these values. This importance and relevance of both dignity and autonomy
for the context of Western discourse on end of life can be explained by two anecdotes: First,
in 2007, the Royal Academy of Arts and Sciences in the Netherlands began a major sur-
vey in European countries concerning values, including a question asking people to predict
how acceptable euthanasia would be by the year 2020. Over 60 % of respondents estimated
that it was very probable that euthanasia would be legal in the majority of European coun-
tries by 2020; this point represents perhaps the most fundamental autonomous choice people
might have in their lives.® This survey resonated with Inglehart’s comprehensive surveys on
Western values in 1971 and 2008 (Inglehart 2008), which supported the appearance of auton-
omy and dignity in Western post-materialist societies not only as end-of-life related values
but also as crucial values in liberal democratic regimes.

In the second anecdote, in 2012 the New York Times organized an opinion debate on
end-of-life issues, inviting key experts and civic activists to make a case for their positions.
The debate provided a useful summary of the usual arguments on the issue in the Western
discourse: the notion of “dignity” was highlighted as a premise against the slippery slope,
and the idea of “deliberative ending of a life” was observed — in the context of the unbear-
able situation of terminally ill people — as, again, a dignified choice that ends suffering.
Moreover, both argumentation camps in the New York Times debate criticized the health-care
systems in Western liberal democracies, which is an aspect of all end-of-life debates in the
Western world.

Both the Netherlands study and the New York Times debate reveal that in recent decades
the focus has shifted to “dignity”, which is articulated both as the possibility of allowing
death to come in its own time and, conversely, as representing an individual’s choice of when

6 Study of the Royal Dutch Academy of Science, published in 2007 in the Council of European
Social Science Data archives: http://www.cessda.org/.
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to die. Seen through the lenses of discourse, the “end-of-life” label encompasses political
debates and negotiations both about the regulation of care for the terminally ill and about
allowing self-chosen death and how in the public debate both aspects originate from the same
requirement for dignity. At the same time, inherent in both anecdotes is the dimension of an
autonomous choice that has become key in the current debates about new practices of care for
terminally ill people, as well as in debates on euthanasia policies and assisted-suicide poli-
cies. These aspects rearticulate “autonomy” and invite us to consider more carefully the argu-
ment of society’s obligation toward the individual by emphasizing the intimate dimension
of the political controversy that appears through the relation of the individual to the society.

Through this optic, we see that focusing solely on autonomy and dignity does not explain
the debate because doing so can imply completely opposite end-of-life choices. Rather, what
has recently been framed by various media and policy actors all around the Western world
as the “end-of-life controversy” is an interaction of different discursive practices that — while
referring to both autonomy and dignity — increasingly incorporate the intimacy of death and
dying in their argumentation. Current end-of-life controversies are discussed and performed
both in terms of the cultural and the social contexts they stem from and in terms of how their
demands for revision bring to the fore a changed notion of public power that operates with
and through intimacy related to death and dying.

Intimacy and the mutation of public power

As can be seen in the cases and anecdotes referenced above, end-of-life issues touch on the
social environment in which dying occurs, or should occur, and reveal how dying affects
our lifestyle choices and is affected by them. The values of dignity and autonomy stem from
this imaginary of end-of-life issues and account for it. In a nutshell, the end of life is shaped
by discursive practices as they develop across various kinds of knowledge on the topic.
Analyzing end-of-life decisions through discursive practices necessarily goes beyond the
legal question of what is allowed and not allowed, and beyond the ethical question of what
should or should not be allowed. Indeed, what is examined through discursive practices is
“good dying” as the symbolic order, and the particular ways in which we negotiate support
for it or demand revisions of this symbolic order.

However — and herein lies the challenge of public power — since end-of-life issues are
also intimate issues, the intimate dimension of the end of life encounters the discursive shape
of dignity and autonomy. Following studies of emotional experience in sociology, public
policy, and gender studies (Giddens 1992; Hochschild 2003; Roseneil and Budgeoun 2004;
Sexton and Sexton 1989; and Zelizer 2005), intimacy is being defined as the individual emo-
tional experience involving both body and mind during the end of life, an experience that is
transmitted through discursive practices and may, and may or may not be acknowledged by
a collective. Albeit usually considered only in the context of sexual relationships, intimacy
relates here, thus, to concern about the appropriateness of a particular emotional experience
in various situations for our fellow persons at the end of life and refers to both material and
non-material practices related to death and dying.
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Intimacy is part of end-of-life debates because it affects the presentation and negotia-
tions of particular end-of-life choices by classifying what is “relevant”, “normal”, or “good”,
and it offers arguments for why it is “relevant” or “normal”. Consequently, intimacy also
shapes the way actors are presented and understood in related end-of-life debates because it
groups them by particular discursive practices according to who acknowledges which sorts of
individual emotional experiences.

By bringing forward the role of individual emotional experience — and we can see this
in the emphasis placed on the individual emotional experience in media stories as well as in
speeches by stakeholders or the strategy papers issued by institutions — intimacy disturbs the
established symbolic order of the Western discourse on death, which instead presupposes
silence on this dimension. Intimacy disturbs because it reunites the political and the intimate
dimensions of the end of life, which coexist only uneasily in that same Western discourse. Be
it the intimacy of our loved ones’ dying or the dying of strangers whose intimate stories we
follow through the media, this experience becomes contrasted with the traditional notion of
political negotiations. This traditional view is two-pronged: first, the intimate, although rec-
ognized as the intimate (as, for instance, in all sorts of gender policies), is still understood
as occupying an area separate from technical and pragmatic solutions; second, the intimate
and the rational should at the least acquire clear and distinct contours of what is what. This
contrast between intimate and political creates a tension expressed throughout all the current
political debates on conditions of treatment withdrawal or legalizing euthanasia.

This tension represents a crucial boundary between the collective and individual dimen-
sions of the end of life, which brings us to the notion of public power. Initially, this power
is located on the level of end-of-life discourses in the sense that we can observe that values,
beliefs, and interests are presented as arguments for “good” dying, and support — or oppose —
the particular symbolic order that we classified earlier using a Foucauldian approach. Since
the same values are employed in end-of-life discourses by the opposing side, the acknowl-
edgment of a particular individual emotional experience of death and dying becomes crucial
because it gives us the reasons and arguments that these values, beliefs, and interests are used
in support of or in opposition to a particular symbolic order.

Thus, public power gets rearranged in the way that it operates through the process of
how the individual emotional experience is acknowledged, or is not acknowledged, and what
arguments are given to support or to deny this acknowledgment. By design, the acknowledg-
ment denudes how actors position themselves, what particular stories they adhere to, and how
they interact in the competition between discourses in order to make the symbolic order they
support appear to be the “good one”. Simultaneously, this mutation of public power can be
seen as a prolongation of Foucauldian biopolitics by engaging the negotiation of the symbolic
order on the boundary between the individual (together with his/her intimacy) and the sur-
rounding collective.

Let us briefly review some details of the Terri Schiavo case in order to see intimacy
in action. Terri had been diagnosed as being in a vegetative persistent coma. Whereas
Terri’s husband saw her medical condition as the reason to withdraw her feeding tube —
because it was what his spouse would have understood to be a life without dignity, he said
— Terri’s parents argued that Teri would have chosen to stay alive, and therefore should have
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been maintained on life support. Their point of view found support in President George W.
Bush, as well as in arguments made by the Roman Catholic priests and bishops who publi-
cally stated their position on this case.

Now, vegetative coma is a complicated and medically ambiguous borderline state
between dead and alive, and its classification changes as the medical research develops. The
complexity of this border played into the interaction of distinct layers of knowledge — the
legal, the medical, the intimate — that was presented by various actors during the debate. This
interaction showed one key point that spanned all arguments for or against the withdrawal
of her feeding tube: the respective intimate experience with Terri’s story of her family and
the bystander end-of-life experiences of all the other actors involved. As articulated in the
media interviews and speeches of all the involved actors as well as performed via photo-
graphs of Terri with her family (see also Quill 2005), this experience was used to argue for
Terri’s autonomy and dignity.

On the personal level, this included the stories of both her husband and her parents, each
of whom argued that they “knew” or “could understand” how Terri felt, what she would do
in their place, and so on. Their argumentations were linked to their intimate experiences with
Terri’s situation insofar as they presented these experiences as guarantees of their own good
and true intentions, even though they in fact arrived at diametrically opposed conclusions.

The reference to intimate experience was not limited to these personal stories but was
brought to the expert level, as well. Claims about emotional experience were made by medi-
cal professionals and religious authorities. In their argumentations they recalled “empathy”
with Terri or with the family because that is what is needed when the end of life comes to the
fore, or they referred to the “spirituality” that relates to these situations. In addition to their
roles as experts, the references to these notions placed the experts in the position of those
who know that the end of life is usually difficult and who propose, through their references to
the emotional experience of end-of-life cases, guidelines on what should be done.

We can further demonstrate the process of acknowledgment of the individual emotional
experience and the way it shapes public power by touching briefly on the other example
mentioned earlier, the French case of Vincent Humbert. On September 25, 2003, the popu-
lar French newspaper France soir published Humbert’s statement: “Mr. Chirac, I claim the
right to die”. The quadriplegic Humbert dictated it with the only part of his body he could
move: his thumb. French President Jacques Chirac denied his wish, and this affair raised an
intense, emotional discussion across French society about legalizing euthanasia. A parlia-
mentary enquiry was established the same year, tasked with proposing a law to resolve the
controversy. The subsequent “end-of-life law”, based on input from medical experts, ecclesi-
astical authorities, and ethicists, retained the punitive stance toward euthanasia in France and
was unanimously passed by the French Parliament in April 2005. Public opinion polls since
the initial 2003—2005 debates have shown that the French population increasingly favours
legalizing euthanasia. Such polls were among the factors resulting in a reconsideration of
the “end-of-life law” between 2012 and 2014, which suggested more relaxed stances toward
withdrawal of treatment and the administration of sedatives for patients in the terminal state
of their lives.
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The French debate on euthanasia reveals more than a simple discussion of pros and cons
of the various end-of-life decisions. It exposes the underlying conflict between the regulatory
demands and the individual emotional experience with the end of life, a conflict that shaped
the development of the discussions in France. A closer look at the groups for and against
euthanasia discloses a consistent division of actors. Whereas all the actors against euthanasia
were established authorities (the parliament and other state institutions, professional associa-
tion, religious authorities, etc.), the actors advocating for euthanasia were represented by sin-
gular media stories of patients, similar to Vincent, and civic patient associations (for details
see Durnova 2011a).

Further, the way these actors have consolidated their positions in the French debate
reveals how public power operates through intimacy and is legitimized by it. Both autonomy
and dignity are presented and understood through the process of acknowledging the respec-
tive individual emotional experience: it is important to look at who is acknowledging the lat-
ter. Vincent Humbert claims the right to die, and by that statement he openly asks the institu-
tion to acknowledge his individual emotional experience with the end of life, resulting in the
wish to end his life. Rather than respecting his wishes, experts and politicians view them with
suspicion and cast him in with other patients whose wishes to die are seen as “dangerous™’
or as not “really meaning that”.®

However, Humbert’s emotional experience had been acknowledged by others in the
French debate. The discourses of private associations (mainly the Association pour le droit
de mourir dans la dignité [Association for the Right to Die with Dignity) and the media
debate supported euthanasia advocates by using Vincent Humbert to blame the French politi-
cal establishment for “ignoring citizens’ concerns™. These two views on Vincent’s emotional
experience visualize for us nicely the conflict between two visions of what the end of life
should be. These views are projected in the discursive practices that have emerged from the
expression and reception of Vincent’s emotional experience. Their differences and interac-
tions turn our focus to the power relations through which such demands concerning end-of-
life issues are presented.

These discursive practices, then, are projected in the French political debate as a conflict
between the individual wishes of the citizen and the collective aims of institutionally estab-
lished actors (for details see Durnova and Gottweis 2009). A study of all related documents
and the media coverage following both Humbert’s case and adoption of the end-of-life law
shows that on one side could be found, together with the politicians, experts from the field

7 This argumentation is pursued also by the L’Alliance pour les Droits de la Vie [Alliance for the
Right to Life]: http://www.adv.org/lactualite-de-lalliance/etats-generaux-de-la-bioethique/tournee-
-bioethique-le-bilan/ (accessed July 17, 2009).

8 The respondent further explains: “We have to be careful of what people say, in which situation
[they say it] and what is the nature of the answer they want to have.” Interview in the French hos-
pice Réseau Quiétude.

9 The analysis of the French media discourse was done in the following journals and magazines
(09/2003 — 08 /2008): Le Monde, Le Figaro, Libération, Nouvel Observateur, Zenit, genethique.org
(an online magazine for information on genetics and bioethics), 20 Minutes, L’Express, France
Société, Lifenews.com (for comments about France), and /'"Humanité.
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(physicians, nurses, and end-of-life care staff) who supported the “end-of-life law”, and on
the other side were citizens, media coverage, and private associations that had not been able
to participate in the formulation of the law and that criticized the law for not taking into
account their points of view.

The question that emerges from the French debate is whether the increasing inclination
toward euthanasia is a result of the popularity of this end-of-life practice or instead the result
of the French political establishment failing to acknowledge the discursive practices of the
public which depict advocacy for euthanasia as an individual emotional experience. The Terri
Schiavo case also shows that this site of individual emotional experience is in conflict with
the political establishment: it was the example of a deeply personal story that developed into
a political story, one starring none other than the U.S. president and the nation’s Supreme
Court, and surely it will not be the last. In both these examples, one might well ask how these
institutions came to wield the authority to take what is, practically speaking, a medical expert
decision that many doctors face in their everyday practice. The fact that institutions have to
make the highly emotional and intimate decisions that many families struggle with at the end
of their loved ones’ lives affects public power by bringing it into a close and difficult relation
with intimacy, through which the institution needs henceforth to operate and seek legitimacy.

Intimacy — performed through the emotional experience that actors expect to be
acknowledged by the surrounding collective — is a site for politics because — if the politi-
cal dimension of the end of life consists in establishing the symbolic order of “good dying”,
as the Foucauldian approach argues — the nature of this symbolic order results from the way
individual emotional experience is acknowledged. This does not mean that intimacy should
incorporate a particular end-of-life choice, nor does it automatically respond to a particular
type of institution. Intimacy is a site for politics because it shapes the way actors are distrib-
uted in the respective arguments, it shapes the way the groups interact with each other, and
it offers a particular understanding of autonomy and dignity that have become ambivalent in
the Western discourse on death and dying as we see in both the French and U.S. examples.

Conclusion

The primary concern of this article is to offer a reading of current end-of-life controversies,
which enables us to investigate the nature of public power that operates within them. Current
works on end-of-life issues primarily discuss the way we die or will die, and what we ought
to do according to our historical, social, and cultural backgrounds, thus failing to explain the
role of public power that organizes these backgrounds as “relevant” or “normal” forms of
understanding the end of life. This article suggests a mechanism for us to think about pub-
lic power operating with intimacy and being legitimized through the latter. The call for such
a notion of public power implies considering the process of if and how intimate experience
related to the end of life interacts within existing discursive practices, and how it serves as
an impulse for particular understandings of autonomy and dignity, thereby either revising or,
conversely, consolidating discursive practices related to the end of life.

Such a reading of the end-of-life controversy has two implications for understanding
the rearrangement of politics and the related relocation of public power in Western liberal
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democratic regimes. On the one hand, it shows us that politics can and must be understood
outside of its institutional contours (as Connolly 2013 argues on a theoretical level). This arti-
cle brings forward an understanding of politics through the nature of public power. In an anal-
ogy to Foucault’s figures of biopolitics and the empowerment of the self through which he
shows that bodies are negotiated by means of practices that the individual adopts, rejects, or
revises (Foucault 1997 and 2008), this article targets intimate experience and calls for high-
lighting it as an element of public power.

By focusing on the process of acknowledgment of the individual’s emotional experience
with the end of life we challenge the limits of defining rational actions, or labelling them as
such by political actors for the understanding of political consequences. This suggests the
need for more careful study of the intimate experience, not as a counterpart to “rational”
evaluations of the consequences of the emotions presented by patients, their families, and the
wider community, but as a spanning element in the relation between the collective (or people
acting for the institution of the state) and the individual and thus as an essential part of pub-
lic power.

However, such a political reading does not mean that ethical discussions around the end-
of-life controversy are weakening, and neither does it suggest that public power has disap-
peared from its common institutional boundaries. Rather, the reflection shows that in the case
of end-of-life controversies, public power may use strategies other than morality politics,
much as it interacts within types of knowledge other than those distributed by state actors.
Turning our focus to the nature of the interaction among the various actors in political debates
reveals that the mutation of public power has in turn swung politics toward new spheres of
interactions and legitimization of its actions including, henceforth, intimacy.
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