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“TOGETHER FOR HEALTH”?
HOW EU GOVERNANCE OF HEALTH UNDERMINES
ACTIVE BIOLOGICAL CITIZENSHIP

MARK L. FLEAR"

ABSTRACT

This paper explores the potential for active biological citizenship
in the discursive space opened by the Community law rights to receive
cross-border health care services. By focusing on the European Patients’
Forum and the European Public Health Association as examples of actors
facilitated by the European Union, the paper notes how this space might
provide some opportunities for patients’ strategic engagement, but also
how EU governance discourse is shaping and undermining the potential
for activism.

INTRODUCTION

The author has previously suggested that patients might be de-
veloping an identity as biological citizens in the European Union (EU)
context! through their exercise of Community law rights* to receive
cross-border health care services paid for by their home health care sys-

*

Lecturer in Law, School of Law, Queen’s University Belfast (m.flear@qub.ac.uk). Thanks to
the participants at the symposium where this paper was originally presented, and to Gordon An-
thony, Tammy Hervey, Sandra Kréger, Audra Mitchell, John Morison and Louise Trubek. Spe-
cial thanks to Jean McHale and Anastasia Vakulenko.

See generally Mark L. Flear, Developing Euro-Biocitizens through Migration for Healthcare
Services, 14 MAASTRICHT J. EUR. & COMP. L. (SPECIAL ISSUE) 239 (2007).

Community law is the law of the European Community. This was founded by what is now
termed the European Community Treaty in 1957. The Community is one of three pillars com-
prising the EU, which is the umbrella organization founded by the Treaty on European Union in
1992. Community law rights arise from the operation of the doctrines of direct effect (which
renders Community law enforceable before national courts, see Case 26/62, N.V. Algemene
Transport-en Expeditie Onderneming Van Gend & Loos v. Neth. Inland Revenue Admin., 1963
E.C.R. 1) and supremacy (which requires the precedence of Community law over national law
and policy where there is a conflict, see Case 6/64, Costa v. ENEL, 1964 E.C.R. 585; Case
11/70, Internationale Handelsgesellschaft mbH v. Einfuhr-und Vorratsstelle fir Getreide und
Futtermittel, 1970 E.C.R. 1125; Case 106/77, Amministrazione delle Finanze dello Stato v.
Simmenthal S.p.A., 1978 E.C.R. 629.). See also PAUL CRAIG & GRAINNE DE BURCA, EU LAw:
TEXT, CASES, AND MATERIALS 6-7 (4th ed. 2008).
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tem in certain circumstances.® This paper explores the potential for ac-
tive European biological citizenship in the discursive space opened by
those rights. Although the aim of this article is not to develop a norma-
tive basis for the role(s) of civil society in EU health governance, the ex-
ploration of the discourse is not free from normative impulses. The au-
thor welcomes attempts to expand freedom of choice within public
services and to give increased control to patients. Directly effective
Community law, when combined with careful use of national social poli-
cy and Community competences, can help to reform national health care
services in ways that do not necessarily entail an abandonment of the
core value of equality of provision they were founded to introduce and
safeguard. Activism, whether through the wielding of rights or other
strategies such as the exploitation of their emancipatory rhetoric, is a
welcome engagement by patients in the systems that govern them.

In considering the discursive space opened by the Community
law rights, the article does not provide an empirical analysis of all inte-
ractions between EU governance, its main legislative and executive insti-
tutions (European Commission [Commission], European Parliament,
Council of Ministers, and Economic and Social Committee)* and civil
society. Indeed, this has already been attempted by others in the area of

% For an overview of the rights see generally Christopher Newdick, The European Court of Jus-

tice, Trans-National Health Care, and Social Citizenship—Accidental Death of a Concept?, 26
Wis. INT’L L.J.3, (forthcoming 2008); Johan Van de Gronden, Cross-Border Health Care in the
EU and the Organization of the National Health Care Systems of the Member States, 26 WIs.
INT’L L.J. 3, (forthcoming 2008).The rights are derived from Council Regulation 1408/71, art.
22,1971 O.J. SPeC. ED. (L 149/2) (as frequently amended),and to be replaced by Council Regu-
lation 883/2004, art. 90, 2004 O.J. (L166/1),which is to come into effect when the implementing
legislation has been adopted, Opinion of the European Data Protection Supervisor on the Pro-
posal for a Regulation of the European Parliament and the Council laying down the procedure
for implementing Regulation (EC) No. 883/2004 on the coordination of social security systems,
COM (2006) 16 final (Apr. 4, 2007), and the series of cases comprising the Kohll jurisprudence.
See Case C-158/96, Kohll v. Union des Caisses de Maladie, 1998 E.C.R. 1-1931; Case C-120/95,
Decker v. Caisse de maladie des employés privés, 1998 E.C.R. 1-1831 (applying the Kohll juri-
sprudence to goods); Case C-157/99, Geraets-Smits v. Stichting Ziekenfonds VGZ, 2001 E.C.R.
1-5473;Case C-368/98, Vanbraekel v. Alliance nationale des mutualités chrétiennes, 2001 E.C.R.
1-5363; Case C-385/99, Miiller-Fauré v. Onderlinge Waarborgmaatschappij OZ Zorgverzekerin-
gen UA, 2003 E.C.R. I- 4509; Case C-56/01, Inizan v. Caisse primaire d’assurance maladie des
Hauts-de-Seine, 2003 E.C.R. 1-12403;Case C-8/02, Leichtle v. Bundesanstalt fir Arbeit, 2004
E.C.R. 1-2641; Case C-145/03, Heirs of Annette Keller v. Instituto Nacional de la Seguridad So-
cial & Instituto Nacional de Gestion Sanitaria, 2005 E.C.R. 1-2529; Case C-372/04, Watts v. Bed-
ford Primary Care Trust, 2006 E.C.R. 1-4325, 1 3-9; Case C-466/04, Acereda Herrera v. Servicio
Cantabro de Salud, 2006 E.C.R. 1-5341, 11 1-7;Case C-444/05, Stamatelaki v. NPDD Organis-
mos Asfaliseos Eleftheron Epangelmation, 2007 (Apr. 19, 2007), available at http://europa.eu.
Consolidated Version of the Treaty Establishing the European Community, art. 7, Mar. 25, 1957,
0.J. (C 321/E37).
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EU health governance.®> While the author takes it as a given that dis-
course leaves an imprint on action and governance outputs, he leaves it
to others to determine the extent in this context. Instead, the author’s in-
terest lies in the necessarily prior exercise of interrogating the discourse.
This article analyzes the key representative examples of the discourse on
civil society in the immediate area of health. These originate from the
Commission. This paper, however, does not consider how and why the
discourse emerged, except insofar as those issues impact the paper’s cen-
tral purpose. The EPF and EPHA are used to suggest that EU gover-
nance discourse is colonizing the discursive space opened by the Com-
munity law rights. A neutered or passive form of activism is fostered.®
This can, however, by resisted, for instance through renewed exploitation
of the rhetorical aspect of human rights, the notion of participation in re-
publican citizenship discourse, and the exploitation of networks of actors
and resources.’

The focus on active citizenship in the discursive space is particu-
larly apt given a couple of recent developments in the health context.
One is the opinion of Advocate General Ruiz-Jarabo Colomer for the Eu-
ropean Court of Justice (ECJ) in Aikaterini Stamatelaki v. NPDD Orga-

® Scott L. Greer et al., Mobilizing Bias in Europe: Lobbies, Democracy, and EU Health Policy-

making, 9 EUR. UNION PoL. 403 (2008) [hereinafter Mobilizing Bias in Europe]; Scott L. Greer,
The Changing World of European Health Lobbies, in EUROPEAN UNION LOBBYING (David Coen
& Jeremy Richardson eds., forthcoming 2009) (on file with author) [hereinafter The Changing
World of European Health Lobbies]. Civil society actors are open to various definitions, but are
taken to include nongovernmental organizations and public interest associations: Richard Bella-
my et al., Introduction: From National to Transnational Citizenship, in MAKING EUROPEAN
CiTizENS 1, 22 (Richard Bellamy et al. eds., 2006). Biosociality refers to forms of collective ac-
tion that arise in relation to the biological self.

For an overview of the EU governance in health care, including the place of and more details on
the rights, see generally TAMARA K. HERVEY & JEAN V. MCHALE, HEALTH LAW AND THE
EUROPEAN UNION (2004); Tamara Hervey & Louise Trubek, Freedom to Provide Health Care
Services in the EU: An Opportunity for a Transformative Directive, 13 CoLuM. J. EUR. L. 623
(2007); Tamara K. Hervey, New Governance Responses to Healthcare Migration in the EU: The
EU Guidelines on Block Purchasing, 14 MAASTRICHT J. OF EUR. & COMP. L. (SPECIAL ISSUE)
303 (2007); Gareth Davies, The Community’s Internal Market-Based Competence to Regulate
Healthcare: Scope, Strategies and Consequences, 14 MAASTRICHT J. OF EUR. & ComP. L.
(SPECIAL ISSUE) 215 (2007); Jean V. McHale, Framing a Right to Treatment in English Law?
Watts in Retrospective, 14 MAASTRICHT J. OF EUR. & COMP. L. (SPECIAL ISSUE) 263 (2007);
Christopher Newdick, Citizenship, Free Movement and Health care: Cementing Individual
Rights by Corroding Social Solidarity, 43 COMMON MARKET L. REV. 1645 (2006); Panos Kou-
trakos, Health care as an Economic Service, in SOCIAL WELFARE AND EU LAw 105, 129-30
(Michael Dougan & Eleanor Spaventa eds., 2005).

Cf. Louise Trubek, Mark Nance & Tamara Hervey, The Construction of Healthier Europe: Les-
sons from the Fight against Cancer, 26 Wis. INT’L L.J. 3, (forthcoming 2008) (considering the
EU’s treatment of cancer from a policy and governance perspective, rather than from that of
funding).
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nismos Asfaliseos Eleftheron Epangelmation (although not followed in
this regard by the ECJ’s judgment), in which the free movement aspect
of the Community law rights was explicitly overlaid with “the right of
citizens to health care, proclaimed in Article 35 of the Charter of Funda-
mental Rights of the European Union (EU Charter).”® This signals the
growing importance of rights and citizenship discourses in the EU’s de-
veloping health governance® “patchwork.”® To this purpose, there is a
growing tendency in the literature to see the Community law rights as
manifestations of EU citizenship.* The potential for activism also seems
to be recognized by Advocate General Geelhoed in his opinion in The
Queen, on the Application of Yvonne Watts v. Bedford Primary Care Trust
and Secretary of State for Health, where he notes how patients are
“[ulndoubtedly stimulated by the Court’s case law in this field.”** This
paper briefly explores how the rights might foster activism through the
discursive space they open.

The second development is the increasingly apparent political
desire for EU involvement in health. This is demonstrated in particular
by the potential amendment to Article 152 of the European Community
Treaty (the EC Treaty) (the legal basis for Community action in public
health) by the Lisbon Treaty (signed December 13, 2007, but voted down
by a referendum in the Republic of Ireland on June 12, 2008, and there-
fore at risk of faltering since adoption requires unanimity among the

8  Stamatelaki, Op. Advoc. Gen., Case C-444/05 (Jan. 11, 2007), http:/europa.eu (emphasis add-
ed).

I refer to health governance and not just health care governance, since the latter fits within the
former. This conveys the EU’s growing role in health and not just health care.

Tamara Hervey & Bart Vanhercke, Health care and the EU: The Law and Policy Patchwork, in
HEALTH SYSTEMS GOVERNANCE IN EUROPE: THE ROLE OF EU LAW AND PoLIcY (Rita Baeten,
et al. eds., forthcoming 2009) (on file with author).

In particular Barnard, drawing support from Advocate General Jacobs in Case C-274/96, Bickel
and Franz, 1998 E.C.R. I-7637, 1 20, argues that although based on Articles 49 and 50 EC Trea-
ty on the freedom to provide and receive services rather than Articles 17-21 EC Treaty on EU ci-
tizenship, the cases under consideration are “nascent citizenship cases” (Catherine Barnard, EU
Citizenship and the Principle of Solidarity, in SOCIAL WELFARE AND EU LAw 157, 160 (Michael
Dougan & Eleanor Spaventa eds., 2005). See also Eleanor Spaventa, Public Services and Euro-
pean Law: Looking for Boundaries, in THE CAMBRIDGE YEARBOOK OF EUROPEAN LEGAL
STUDIES: VOLUME 5, 2002-2003 271 (John Bell et al. eds., 2004) [hereinafter Public Services
and European Law]. ELEANOR SPAVENTA, FREE MOVEMENT OF PERSONS IN THE EUROPEAN
UNION: BARRIERS TO MOVEMENT IN THEIR CONSTITUTIONAL CONTEXT Xiii-xv, 153-56 (2007).
Compare Tamara K. Hervey, The ‘Right to Health’ in European Union Law, in ECONOMIC AND
SOCIAL RIGHTS UNDER THE EU CHARTER OF FUNDAMENTAL RIGHTS — A LEGAL PERSPECTIVE,
193, 206-207 (Tamara K. Hervey & Jeff Kenner eds., 2003), who notes how the ECJ has consis-
tently found and affirmed this right through the language of the free movement of a factor of
production, rather than reference to the human right to health, just as the ECJ did in Stamatelaki.
2 Op. Advoc. Gen. Geelhoed, Case C-372/04, at ] 22 (Dec. 15, 2005) http://europa.eu.
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Member States of the EU, which is now unlikely unless Ireland votes
“Yes” in a rerun). Such political desire is also apparent in the recent key
example of the discourse on civil society involvement in EU health go-
vernance: the Commission’s White Paper entitled, “Together for Health:
A Strategic Approach for the EU 2008-2013"** (“Together for Health™),
published on October 23, 2007. This document seems to point to a more
intensive period of Community activity in health care systems, through
EU level governance that entails involvement by various actors, such as
the Member States and stakeholders like health care providers and pa-
tients.™ In EU discourse, civil society actors like the EPF and the EPHA
are generally deemed and hoped to provide a link for participation be-
tween the EU’s citizens and its system of governance, which might gen-
erate input legitimacy as a means of enhancing outputs. This tendency is
most apparent in the Commission’s White Paper on European Gover-
nance (“European Governance”)® and subsequent initiatives,*® as well as
in the articulations of others, such as the Economic and Social Commit-
tee, politicians, and scholars.”” The EPF and the EPHA are two of the
clearest examples of collectivization or biosociality, and are therefore es-
pecially worthy of exploration as sites of strategic engagement by pa-
tients qua EU citizens. This paper explores how the discourse of partici-

3 See generally Commission White Paper, Working Together: A Strategic Approach for the EU,

COoM (2007) 630 final (Oct. 23, 2007), available at
http://ec.europa.eu/health/ph_overview/Documents/strategy_wp_en.pdf;Commission Staff Work-
ing Document Accompanying the White Paper, Together for Health: A Strategic Approach for
the EU 2008-2013, SEC (2007) 1376 (Oct. 23, 2007) available at
http://ec.europa.eu/health/ph_overview/Documents/strategy_working_document_en.pdf. [herei-
nafter Together for Health].

Cf. Trubek, Nance & Hervey, supra note 7 (discussing the various actors involved in cancer pol-
icy in the EU).

15 Commission White Paper on European Governance, COM (2001) 482 final (July 25, 2001).

See, e.g., Communication from the Commission: Towards a Reinforced Culture of Consultation
and Dialogue — General Principles and Minimum Standards for Consultation of Interested Par-
ties by the Commission, COM (2002) 704 final (Dec. 11, 2002) [hereinafter Towards a Rein-
forced Culture of Consultation and Dialogue]; Communication from the Commission: On the
Collection and Use of Expertise by the Commission: Principles and Guidelines, COM (2002)
713 final (Dec. 11, 2002)[hereinafter On the Collection and Use of Expertise by the Commis-
sion]; Communication from the Commission: Dialogue with Associations of Regional and Local
Authorities on the Formulation of European Union Policy, COM (2003) 811 final (Dec. 19,
2003) [hereinafter Dialogue with Associations of Regional and Local Authorities on the Formu-
lation of EU Policy]; Communication from the Commission: Action Plan ‘Simplifying and Im-
proving the Regulatory Environment’, COM (2002) 278 final (June 5, 2002) [hereinafter Action
Plan ‘Simplifying and Improving the Regulatory Environment’]. For an overview of initiatives
see Commission Staff Working Document, Report on European Governance (2003-2004), SEC
(2004) 1153 (Sept. 22, 2004) [hereinafter Report on European Governance (2003-2004)].

7" See, e.g., Bellamy et al., supra note 5.
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pation within EU governance relates to the discursive space and the kind
of activism it produces.*®

The focus on exploring the potential for activism supplements
the liberal citizenship-as-rights strain of EU citizenship discourse with
the republican notion of citizenship-as-participation, which emphasizes
the importance of practices™ that require active involvement, especially
as regards the associational networks that foster the polity and breathe
life into governance.® In considering the potential for active citizenship,
Foucault’s notion of governmentality is utilized. This refers to those
things that organize the conduct of conduct, in particular, the range of
knowledges and techniques that regulate everyday life and constitute, de-
fine, and organize the strategies used by individuals in their dealings with
each other. The signature of governmentality is its effect of omnes et
singulatim (all and each). Whether totalizing, regulatory, and operating
on the population or individualizing, disciplinary, distinguishing, and op-
erating on the body,? power often works in both ways simultaneously,
automatically, and without intention.? Power circulates and is dispersed

Of course, patients’ organizations and activism have been of growing importance since the
1980s, and so are long present at a national level (where they are becoming more important).
See NIKOLAS ROSE, Biological Citizens, in THE POLITICS OF LIFE ITSELF: BIOMEDICINE, POWER,
AND SUBJECTIVITY IN THE TWENTY-FIRST CENTURY 131, 148 (2006).

Id.; See generally ANTJE WIENER, ‘EUROPEAN’ CITIZENSHIP PRACTICE: BUILDING INSTITUTIONS
OF A NON-STATE (1998).

See Bellamy et al., supra note 5, at 7-9 (bypassing the communitarian citizenship-as-belonging
model).

MICHEL FOUCAULT, Sex, Power, and the Politics of Identity, in ETHICS: SUBJECTIVITY AND
TRUTH, ESSENTIAL WORKS OF FOUCAULT 1954-1984 voL. 1, 163, 166 (Raul Rabinow, ed., Ro-
bert Hurley et al, trans., Penguin Books 2000) (1994); MICHEL FOUCAULT, The Ethics of the
Concern of the Self as a Practice of Freedom, in ETHICS: SUBJECTIVITY AND TRUTH, ESSENTIAL
WORKS OF FOUCAULT 1954-1984 voL. 1, 281, 299-300 (Raul Rabinow, ed., Robert Hurley et al,
trans., Penguin Books 2000) (1994). MICHEL FOUCAULT, Governmentality, in POWER:
ESSENTIAL WORKS OF FOUCAULT 1954-1984 voL. 3, need pinpoint (2002); MICHEL FOUCAULT,
Lecture Eleven: 17 March 1976, in SOCIETY MuUST BE DEFENDED: LECTURES AT THE COLLEGE
DE FRANCE, 1975-76 237, 237-63 (Mauro Bertani & Alessandro Fontana eds., David Macey
trans., Penguin 2004) [hereafter FOUCAULT, SOCIETY]; See also WENDY BROWN, REGULATING
AVERSION, 4 (2006); Wendy Brown, Power After Foucault, in THE OXFORD HANDBOOK OF
PoLITICAL THEORY, 65, 73 (John S. Dryzek, Bonnie Honig & Anne Philips eds., 2006) [Herei-
nafter Brown, Power]; AIHWA ONG, NEOLIBERALISM AS EXCEPTION (2006); See generally
WILLIAM  WALTERS & JENS HENRIK HAAHR, GOVERNING EUROPE: DISCOURSE,
GOVERNMENTALITY AND EUROPEAN INTEGRATION 3 (2005).

Lecture Two: 14 January 1976, in SOCIETY, supra note 21, at 23-40; Lecture Eleven: 17 March
1976, in FOUCAULT, SOCIETY, supra note 21, at 239-63.

See FOUCAULT cited works supra note 21. MICHEL FOUCAULT, DISCIPLINE AND PUNISH: THE
BIRTH OF THE PRISON 27 (Alan Sheridan trans., 1977) [hereinafter FOUCAULT, DISCIPLINE];
MICHEL FOUCAULT, THE HISTORY OF SEXUALITY: VOLUME ONE: THE WILL TO KNOWLEDGE
92-98 (Robert Hurley trans., 1978) [hereinafter FOUCAULT, HISTORY OF SEXUALITY].

20

21

22

23
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through the polity, and it is relational, so there is always scope for resis-
tance by the subjects that act as its “relays.”® This paper stresses this
double edged nature of power as the paper unfolds. Power also produc-
es, organizes, and conditions subjects even to the extent of reflexivity,
and those subjects use its manifestations such as discourse to govern
themselves. This article focuses on EU governance discourse because it
“transmits and produces power; it reinforces it, but also undermines and
exposes it, renders it fragile and makes it possible to thwart it.”? This, in
essence, is why exploring the discursive space, its colonization by EU
governance discourse, and their strategic importance for activism by bio-
logical citizens in the EU form the subject of this paper: so that patients
are more able to discern the way in which they are governed and, should
they deem it necessary, engage with and seek to change it.

Section 11 of this paper explains how Community law rights are
partly the consequence of patients’ strategic engagement? and open a
discursive space where patients’ claims can be articulated. This article
suggests that it is the indeterminacy or open texture of the Community
law rights and their imbrication with the rhetoric of human rights and
health, rather than their substantive content, which is most amenable to
exploitation by the vast majority of patients—those who do not move*—
in challenging and democratizing the provision of publicly funded health
care in their Member States. The rights also produce subjectivities.?
The discursive space opened by the rights creates opportunities for fur-
ther engagement by patients, especially as it is textured by civil society
actors and EU governance discourse.

Section I11 of this article provides a partial map of that space as it
is being populated and textured by the EPF and the EPHA. Of course,
any discursive strategy for engagement with EU governance must bear in
mind the wider institutional environment, however that is not my focus
in this paper; the aim is not to provide a complete strategy for engage-
ment with EU governance. Rather, only a brief sketch of the governance

% MICHEL FOUCAULT, THE HISTORY OF SEXUALITY: VOLUME ONE: THE WILL TO KNOWLEDGE

92-98 (Robert Hurley trans., 1978) [hereinafter FOUCAULT, HISTORY OF SEXUALITY]; Lecture
Two: 14 January 1976, in FOUCAULT, SOCIETY, supra note 21, at 29.

JUDITH BUTLER, THE PSYCHIC LIFE OF POWER 6 (1997).

FOUCAULT, HISTORY OF SEXUALITY, supra note 23, at 101.

Flear, supra note 1, at 241.

The Community law rights operate where there is an inter-state provision or receipt of health
services. Thus in order to benefit directly from the rights a patient must be covered by the health
care system of one Member State but receive health services in another Member State.

See generally Flear, supra note 1.

25
26
27
28

29
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architecture is provided in order to contextualize the two actors and faci-
litate interrogation of the discourse. A governmentality perspective re-
veals how EU governance discourse appears to be colonizing the discur-
sive space opened by Community law rights. EU governance talk
produces further subjectivities and, most importantly, a neutered or li-
mited form of active citizenship, a point reemphasized in the conclusion
of the paper where a discursive strategy for renewing activism is pro-
posed.

Il. OPENING THE DISCURSIVE SPACE FOR ACTIVE
BIOLOGICAL CITIZENSHIP IN HEALTH CARE

Community law rights provide patients with a limited right to
“exit” their home health care system as regards provision, but not pay-
ment. This is a form of “flexible citizenship”® in that patients pay for
services in one Member State through taxes or insurance contributions,
but consume the public goods they fund in another Member State. The
growing imbrication of the Community law rights with EU citizenship
discourse® serves to highlight the multivalent and active potential of
rights for EU citizens.®> Stamatelaki highlights how concerns over hu-
man rights increasingly (help) underpin the ECJ’s rationale in making
judgments in this area. This also signals how human rights rhetoric im-
bricates and infuses the market element of the Community law rights
with notions of entitlement and, by extension, the obligation of Member
States to pay for the services patients receive abroad in certain circums-
tances.®*® The Community law rights also provide patients with added
“voice,” perhaps transforming the “silent world”* of the doctor and pa-
tient through increased “voice” for patients within their home health care
system.

Yet, in a Foucauldian vein, rights are double-edged, in that they
have a disciplinary and regulatory aspect, as well as an emancipatory po-
tential derived from their indeterminacy or open texture and rhetorical

% Cf. AHWA ONG, FLEXIBLE CITIZENSHIP: THE CULTURAL LOGICS OF TRANSNATIONALITY 6

(1999) (discussing the movement of persons in a quest to accumulate capital and social prestige).
See sources cited supra notes 6, 11.

See Davina Cooper, The Citizen’s Charter and Radical Democracy: Empowerment and Exclu-
sion within Citizenship Discourse, 2 SOC. & LEGAL STuD. 149, 168 (1993).

See Public Services and European Law, supra note 11, at 271; Hervey, supra note 11, at 196-97.
See JAY KATZ, THE SILENT WORLD OF DOCTOR AND PATIENT xI-xli (2002).

31
32

33
34
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potential as a way of articulating claims. The emancipatory potential is
explored further below; however, the focus is now on the rights’ discipli-
nary and regulatory aspect as techniques of “governing through free-
dom.” Rights discourse is depoliticizing and is underpinned in this con-
text by other depoliticizing discourses and rationalities such as those of
(most obviously) the market, but also liberalism (as highlighted in the
use of liberal legal discourse) and neoliberalism (purporting to construct
rational market actors). Wendy Brown explains how depoliticization in-
volves “removing a political phenomenon from comprehension of its his-
torical emergence and from a recognition of the powers that produce and
contour it,” giving way to “an ontological naturalness or essentialism
[that] almost inevitably takes up residence in our understandings and ex-
planations.”®

Individuation is facilitated by these depoliticizing discourses and
rationalities as well as the imbrication of more particular disciplinary and
regulatory medical, economic, and legal discourses. Consider the focus
on the condition of the individual in assessing whether there is “undue
delay,” which if found, creates an entitlement to a grant of prior authori-
zation for hospital treatment abroad. As clarified by the ECJ in V.G.
Miller-Fauré v. Onderlinge Waarborgmaatschappij OZ Zorgverzekerin-
gen UA and E.E.M. van Riet v. Onderlinge Waarborgmaatschappij ZAO
Zorgverzekeringen, “undue delay” is determined by reference to the
needs of the individual patient, extending beyond the “patient’s medical
condition at the time when authorization is sought” and his/her “medical
history” to consideration of “where appropriate . . . the degree of pain or
the nature of the patient’s disability which might, for example, make it
impossible or extremely difficult for him to carry out a professional ac-
tivity.”* In other words the patient’s ability to function as an optimal
economic actor is relevant in determining “undue delay,” but non-
economic factors, such as the patient’s family life, are not. The limited
Community law right to treatment abroad is directed at maintaining the
energies required for optimal economic activity.

% BROWN, REGULATING AVERSION, supra note 21, at 15.

% Case C-385/99, Miiller-Fauré v. Onderlinge Waarborgmaatschappij OZ Zorgverzekeringen UA,
2003 E.C.R. I- 4509, 1 90 (stating that regard must be had to “all the circumstances of each spe-
cific case” and “due account [must be taken] not only of the patient’s medical condition at the
time when authorization [sic] is sought but also of his past record.” The statement is as it ap-
pears in Case C-157/99, Geraets-Smits v. Stichting Ziekenfonds VGZ, 2001 E.C.R. 1-5473,
11104, except for the ECJ’s clarifications, which are given in italics. “Medical history” replaces,
but appears to be synonymous to the term “past record,” used in Geraets-Smits and Peerbooms).
See also Flear, supra note 1, at 245 n. 32.
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The focus on “undue delay” is in contrast to the usual methods of
rationing scarce public resources, such as the use of waiting lists and tak-
ing into account the needs of all patients. In Watts, the ECJ emphasized
the point further by stressing the importance of making a case-by-case
assessment.® So, for example, the ECJ instructed the United Kingdom
(UK) court to determine whether Mrs. Watts, had endured “undue delay”
in waiting for a hip operation in England before traveling to France, pay-
ing for the treatment herself, and then seeking reimbursement from the
National Health Service (the UK’s health care system). If she had en-
dured “undue delay,” her local health authority (a primary care trust) had
to reimburse the cost of her treatment in France.®

By extension, the Community law rights also have implications
for patients qua subjects. Power that creates, orchestrates, and organizes
subjects and juridical power is no different.* Indeed, Wendy Brown and
Janet Halley explain how juridical power is “importantly productive of
identity and subjectivity,” particularly since identity becomes an impor-
tant potential site of discipline and regulation. As actual or potential
bearers of Community law rights, patients are constructed within a neoli-
beral frame and freighted with agency and responsibility. Yet, as rights
bearers, patients are rather passive subjects, albeit relatively more active
than the docile subjects they are usually conceived to be in welfare and
medical discourses. As Thérese Murphy puts it, when writing in a con-
nected area, the:

once “silent world” of doctor and patient is said to have been trans-
formed. It is no longer populated by the generic, all-knowing doctor
and the generic, always-silent patient. Diseased bodies have become
individuated, speaking beings; they are patients with voice, visibility,
and rights.**

Patients remain a rather passive subject because they are now
constructed by the depoliticizing discourses, particularly liberalism (as
highlighted in the use of liberal legal discourse), neoliberalism,* and

87 Case C-372/04, The Queen v. Bedford Primary Care Trust & Sec’y of State for Health, 2006 E.C.R.
1-4325, 144.

On the facts it seems unlikely that she had endured ‘undue delay’.

Although Foucault reduced the importance of the state in his analysis for the purpose of empha-
sizing a different conception of power and its sources.

Wendy Brown & Janet Halley, Introduction, in LEFT LEGALISM/LEFT CRITIQUE 7 (Wendy
Brown & Janet Halley eds., 2002).

Thérése Murphy, Health Confidentiality in the Age of Talk, in FEMINIST PERSPECTIVES ON
HEALTH CARE LAw 155, 163 (Sally Sheldon & Michael Thomson eds., 1998).

WALTERS & HAAHR, supra note 21, at 42-63.
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therefore, rights and the market. These undermine the scope for activ-
ism.

Neoliberalism deserves particular emphasis because, as Brown
explains, individuals are constructed as entrepreneurial actors in every
sphere of life. Moreover, neoliberalism:

[R]educes political citizenship to an unprecedented degree of passivi-
ty and political complacency. The model neoliberal citizen is one
who strategizes for her or himself among the various social, political,
and economic options, not one who strives with others to alter or or-
ganize these options. A fully realized neoliberal citizenry would be
the opposite of public minded; indeed, it would barely exist as a pub-
lic. The body politic ceases to be a body but is rather a group of in-
dividual entrepreneurs and consumers . . . ©

Consonant with Brown’s point, Jo Shaw notes how Community
law rights are very much a top-down process,* which of course under-
mines the discursive potential for activism. Others note how the ECJ’s
protection of human rights—most clearly represented for the purposes of
this paper by Stamatelaki—signals “delegated citizenship”* or “elitist
citizenship,” part of the more general trend in which regulatory tasks
are delegated to trusted experts.*’

Thus, the subject is individuated and therefore disciplined as an
entrepreneur, consumer, and citizen, but also as a body. In relating to,
and as conceived by, their Community law rights, patients might be what
Nikolas Rose terms “somatic individuals,” *“beings whose individuality

“ WENDY BrRowN, Neoliberalism and the End of Liberal Democracy, in EDGEWORK: CRITICAL

ESSAYS ON KNOWLEDGE AND POLITICS 43 (2005) (emphasis added).

Jo Shaw, European Citizenship: The IGC and Beyond, EUR. INTEGRATION ONLINE PAPERS, Oct.
1997, at 12, available at http://eiop.or.at/eiop/texte/1997-003a.htm. Cf., Newdick, supra note 3,
(“The European Court of Justice (ECJ) has developed a notion of health care rights in which
individuals within social health care systems may be free to enforce their personal claims to
health care without regard to their impact on other people™).

Richard Bellamy, Between Past and Future: The Democratic Limits of EU Citizenship, in
MAKING EUROPEAN CITIZENS 238, 254 (Richard Bellamy et al. eds., 2006).

See generally Paul Magnette, European Governance and Civic Participation: Beyond Elitist Ci-
tizenship?, 51 POL. STUD. 144 (2003).

Giandomenico Majone, The Rise of the Regulatory State in Europe, W. EUR. POL., July 1994, at
77 [hereinafter The Rise of the Regulatory State]; GIANDOMENICO MAJONE, REGULATING
EUROPE 4 (1996) [hereinafter REGULATING EUROPE]. But cf. Giandomenico Majone, The New
European Agencies: Regulation by Information, 4 J. EUR. PUB. POL’Y 262, 263-64 (1997) (dis-
cussing the limitations on regulatory agencies in Europe) [hereinafter The New European Agen-
cies]; Giandomenico Majone, The Regulatory State and Its Legitimacy Problems, W. EUR. PoL.,
Jan. 1999, at 1 [hereinafter The Regulatory State]; Giandomenico Majone, The Credibility Crisis
of Community Regulation, 38 J. COMMON MKT. STUD. 273, 273-74 (2000) [hereinafter The Cre-
dibility Crisis].
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is, in part at least, grounded within . . . [their] fleshy, corporeal existence,
and who experience, articulate and judge, and act upon . . . [themselves]
in part in the language of biomedicine.”*® As Rose explains, the in-
creased emphasis on health, biomedicine, and genomics engenders an
ethic in which health maximization is privileged. Hence, it might be:

... inevitable that many contemporary biological citizens should now
feel that they have acquired rights to the treatment of their sickness
and disabilities and that others—politicians, health authorities, doc-
tors—should be held accountable and be required to recompense or
compensate them for their conditions.*

It is no surprise, therefore, that patients are exploiting Communi-
ty law in order to derive rights for the treatment of their conditions. Fur-
ther, the somatic individuality of patients is emphasized in the ECJ’s test
for “undue delay” through the use and infiltration of medical knowledge
into juridical power, such that national authorities are required to have
regard to inter alia “the patient’s medical condition at the time when au-
thorization is sought and, where appropriate, of the degree of pain or the
nature of the patient’s disability . . . but also . . . medical history.”*

The focus on the body highlights another dimension of patients’
subjectivity: biological citizenship. According to Nikolas Rose and Carl
Novas, “biological citizenship” is a term used to describe “all those citi-
zenship projects that have linked their conceptions of citizens to beliefs
about the biological existence of human beings, as individuals, as fami-
lies and lineages, as communities, as population and races, and as a spe-
cies.” Biological citizenship signals the importance of governmental

8 Rose, supra note 18, at 26 (emphasis added).

*1d. at 25 (emphasis added).

%0 Case C-385/99, V.G. Miiller-Fauré v. Onderlinge Waarborgmaatschappij OZ Zorgverzekeringen
UA and E.E.M. van Riet v. Onderlinge Waarborgmaatschappij ZAO Zorgverzekeringen, 2003
E.C.R. 1-04509, available at http://europa.eu;cf. Case C-157/99, B.S.M. Geraets-Smits v. Sticht-
ing Ziekenfonds VGZ and H.T.M. Peerbooms v. Stichting CZ Groep Zorgverzekeringen, 2001
E.R.C. 1-05473, available at http://europa.eu (stating that regard must be had to ‘all the circums-
tances of each specific case’ and ‘due account [must be taken] not only of the patient’s medical
condition at the time when authorization is sought but also of his past record.” The statement is
as it appears in Geraets-Smits and Peerbooms except for the ECJ’s clarifications, which are giv-
en in italics. “Medical history” replaces, but appears to be synonymous to the term used in Ge-
raets-Smits and Peerbooms, “past record”).

Nikolas Rose & Carlos Novas, Biological Citizenship, in GLOBAL ASSEMBLAGES:
TECHNOLOGY, POLITICS, AND ETHICS AS ANTHROPOLOGICAL PROBLEMS 440 (Aihwa Ong &
Steven J. Collier eds., 2005) (emphasis added).

51



7. FLEAR - FORMATTED 5/11/2009 12:00 PM

880 Wisconsin International Law Journal

intervention in life, what Foucault denoted “biopower,”** in figuring the
relationship between the individual and the polity, thereby signifying the
multi-faceted, heterogeneous nature of EU citizenship.

Moreover, since power is relational, biological citizenship also
signals the active, bottom-up potential for citizens’ engagement.>® The
Community law rights and the practices engendered by and interacting
with them, such as civil society actors and governance processes, are
taken to be elements of biological citizenship in the EU context. Citizen-
ship’s ability to accommodate new forms and conceptualizations—here,
with an emphasis on the EU and the “biological”—is unsurprising, pro-
vided one acknowledges that it has many valences,* it is not limited to
the national level, and that, when re-envisaged at the EU level, it goes
beyond a few EC Treaty articles or “market citizenship,”* and is instead
present in the many ways that the EU engages between the citizen and
the Euro-polity in the sphere of the “biological,” as well as the ways in
which citizens interact with that engagement. This is not to undermine
the relevance of social citizenship,*® which attempts to enhance substan-
tive equality and repair the injuries wrought to the body politic by eco-
nomic liberalism.> Instead, recast as an element of biological citizen-
ship, and drawing on governmentality, exercise of the Community law
rights becomes one form of strategic political action and contestation for
reform of the provision of publicly funded health care.*®

Indeed, besides disciplining and regulating patients and, there-
fore, as part of EU governmentality, necessarily being part of power’s

%2 See MICHAEL FOUCAULT, THE BIRTH OF BIOPOLITICS: LECTURES AT THE COLLEGE DE FRANCE,

1978-1970 (Michael Senellart ed., Graham Burchell, trans. 2008). See, e.g. FOUCAULT,
HISTORY OF SEXUALITY, supra note 23, at 139-141.

Trubek, Nance & Hervey, supra note, 7.

Cooper, supra note 32, at 168.

It appears the ECJ has molded the ‘skeletal norms’ of EU citizenship qua ‘market citizenship’
template into a ‘constructive European citizenship’ template. See Michelle Everson, The Legacy
of the Market Citizen, in NEw LEGAL DYNAMICS OF EUROPEAN UNION 73, 86-87 (Jo Shaw &
Gillian More eds., 1995); Percy B. Lehning, European Citizenship: A Mirage?, in CITIZENSHIP,
DEMOCRACY AND JUSTICE IN THE NEwW EUROPE 169, 177, 179 (Percy B. Lehning & Albert
Weale eds., 1997); Thomas Faist, Social Citizenship in the European Union, 39 J. COMMON
MKT. STuD. 37, 37-38 (2001); Dora Kostakopoulou, Ideas, Norms and European Citizenship:
Explaining Institutional Change, 68 MODERN L. REV. 233, 233 (2005).

Cf. Newdick, supra note 3.

Bryan S. Turner, Citizenship Studies: A General Theory, 1 CITIZENSHIP STUD. 5, 5-7 (1997). See
T. H. MARSHALL, CITIZENSHIP AND SOCIAL CLASS 11, 20-23 (Cambridge 1950).

ONG, supra note 21, at 15 (addressing the importance of the discourse of rights as a strategy in
the transnational sphere).
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aperture,* the Community law rights also appear to have an emancipato-
ry potential, which is derived in large part from their imbrication with the
rhetoric of human rights. The destabilizing effects of litigation can be
seen as a way of highlighting the failings of health care systems and the
social problems that help generate them.®*® Rights also generate a feeling
and ethic of entitlement. Especially when bearing in mind the dimension
of biological citizenship, patients seem to be exploring what Stychin
terms the “unruly edge”® of EU citizenship, the potential it has “to mean
something more” than the economic end of free movement, an “excess
which might be exploitable in the cause of active, democratic citizen-
ship.”® This “something more” seems to be the rhetorical aspect of
rights discourse, which is well noted as potentially emancipatory, and is
highlighted by Brown when she muses that it is “in their abstraction from
the particulars of our lives—and in their figuration of an egalitarian polit-
ical community—that . .. [rights are] most valuable in the democratic
transformation of these particulars.”®® Therefore, the Community law
rights create an operational and rhetorical opening for the emergence of
new types of subjects and new spaces for politics at the EU level.®

One indication of the creation and development of such a discur-
sive space is the change in public discourse demonstrated by the often
acute focus of media in highlighting the shortcomings of domestic health
care provision and the benefits of going abroad for treatment. This dis-
course encompasses patient migration to locations outside the EU. Yet,
treatment obtained within the EU as a consequence of the right to mi-
grate for health care services gets a special focus, most likely because of
the actual or hoped for requirement that the home health care system will
pay for the treatment received abroad.®® An awareness of treatment

% Wendy Brown, Human Rights and the Politics of Fatalism, 103 S. ATLANTIC Q. 451, 459 (2004).
0 Flear, supra note 1, at 256-257.

8 Carl F. Stychin, Sexual Citizenship in the European Union, 5 CITIZENSHIP STUD. 285, 290 (2001)
Id. at 292 (original emphasis).

WENDY BROWN, STATES OF INJURY: POWER AND FREEDOM IN LATE MODERNITY 134 (1995).

Cf. SASKIA SASSEN, TERRITORY, AUTHORITY, RIGHTS: FROM MEDIEVAL TO GLOBAL
ASSEMBLAGES 278-79 (2006) (this refers to the dynamics of globalization).

For a sample of the coverage on Watts, see Oliver Wright, Judge Opens Floodgates for Patients
to Charge NHS for Surgery Abroad, THE TIMES, Oct. 2, 2003, at Home News 1; Celia Hall, NHS
Must Pay for ‘Long Wait’ Patients Treated in Europe, THE DAILY TELEGRAPH, Oct. 2, 2003, at
10; The BBC provides extensive coverage on Watts. See Hip Op Ruling: Freedom to Travel?,
BBC NEws, Oct. 1, 2003, http://news.bbc.co.uk/1/hi/health/3156386.stm (the ruling of the English
High Court); Foreign Op Ruling Appeal Granted, BBC News Oct. 14, 2003,
http://news.bbc.co.uk/1/hi/health/3190352.stm (the British Government’s appeal against the judgment
of the English High Court to the English Court of Appeal); Europe Rules on Foreign Op Costs,
BBC NEws Feb. 20, 2004, http://news.bbc.co.uk/1/hi/health/3506681.stm (the reference to the ECJ
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abroad, advanced by the media and Internet (digitization), and the then
potential application of the right, created pressure on the UK government
to get treatments for patients faster, and to issue new guidelines on send-
ing patients abroad.®® As Advocate General Geelhoed states in his Opi-
nion in Watts, “[p]atient mobility is also stimulated through the availabil-
ity of more information...on the possibility of obtaining medical
treatment in other countries and through the activities of intermediaries,
such as care brokers.”®’

Clearly, EU and national political elites, the media, and the pro-
fessional classes control much of the meaning making in advanced indus-
trial societies.®® They are making use of rights rhetoric and help to un-
derpin the development of the discursive space opened by the
Community law rights. Importantly, the EPF and the EPHA, considered
more fully very shortly, are also making use of rights rhetoric in their ad-
vocacy of various patient centered developments at the EU level. For in-
stance, the EPF’s use of the discursive space is perhaps best emphasized
through the following statement:

[EPF] believes that ALL patients, no matter their condition, back-
ground or nationality, have a fundamental and legitimate human right
of access to information about their health, medical conditions and
the availability of treatments including knowledge of the best availa-
ble management of their disease. It is a question of solidarity, equity
and patients[’] rights.>

The EPF supports the development of a Patients’ Rights Charter
(as well as other efforts to clarify patients’ cross-border rights in the EU),
which was stimulated by the Community law rights and finds founda-
tional support in Article 35 of the EU Charter.® EPHA has also sup-

from the English Court of Appeal); Boost for Foreign Op Costs Woman, BBC News, Dec. 15,
2005, http://news.bbc.co.uk/1/hi/health/4531260.stm (with video) (the Advocate General’s opi-
nion);NHS Told to Fund Treatment Abroad, BBC News, May 16, 2006,
http://news.bbc.co.uk/1/hi/health/4985190.stm (with video) (the ruling of the ECJ).

See generally, McHale, supra note 6, at 278.

7 Watts, Op. Advoc. Gen., Case C-372/04, at § 22 (Dec. 15, 2005) http://europa.eu (emphasis add-
ed).

SHEILA JASANOFF, DESIGNS ON NATURE: SCIENCE AND DEMOCRACY IN EUROPE AND THE
UNITED STATES, 29 (2005).

EUROPEAN PATIENTS’ FORUM, INFORMATION TO PATIENTS—THE FUNDAMENTAL RIGHT TO
KNow,  http://www.eupatient.eu/news/2007_05_16_information_to_patients.php (last visited
Nov. 8, 2008) (original capitalization).

Active Citizenship Network, http://www.activecitizenship.net/content/blogcategory/32/77/ (last
visited Oct. 28, 2008).
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ported such efforts.”” Tamara Hervey and Jean McHale were correct to
expect “an increased reference to the rhetoric of rights, in both legisla-
tive and judicial contexts, and an increased scope for rights discourse to
frame the regulation of health within the EU.””? In addition, reactive
practices of biological citizenship have arisen through social movement
activism that was, in part, a response to the proposed codification of pa-
tients’ Community law free movement rights in the now failed Bolkeste-
in services directive.” Such activism represents a strategy of direct ac-
tion and exploitation of the discursive space through the articulation of
opposition to the market’s intrusion into the social sphere, supposedly
represented by the involvement of Community law.

This collective action seemed to exhibit the three elements that,
when synthesized, typify social movements (1) a campaign against au-
thorities, (2) a social movement repertoire such as use of the Internet, the
media, and pamphlets to forward their agenda,” and (3) so-called WUNC
displays, those that demonstrate worthiness, unity, numbers and com-
mitment.” Yet, as this paper suggests, the discursive space is being co-
lonized and the emancipatory edge of the Community law rights is being
blunted by EU governance discourse and the neutered actors it creates or
catalyses, such as the EPF and the EPHA.

1. EU GOVERNANCE DISCOURSE AND PASSIVE

ACTIVISM: THE EXAMPLES OF THE EUROPEAN

PATIENTS’ FORUM AND THE EUROPEAN PUBLIC
HEALTH ALLIANCE

Both the EPF and the EPHA are examples of the biosocial or
collectivizing dimension to patients’ strategic engagement with EU go-

™ EUROPEAN PUBLIC HEALTH ALLIANCE, EUROPEAN PATIENTS’ RIGHTS DAY 2008,

http://www.epha.org/a/2855 (last visited Nov. 8, 2008).

HERVEY & MCHALE, supra note 6, at 410 (emphasis in original).

See generally Spectrezine Weblog, Huge Protest Against Bolkestein Directive,
http://www.spectrezine.org/weblog/?p=61 (Mar. 21, 2005); Simon Basketter, Bolkestein: The
Monster ~ Haunting Europe, Socialist ~ Worker  Online,  Jan. 14, 2006,
http://www.socialistworker.co.uk/art.php?id=8072; George Monbiot, Even Scarier Than Kilroy:
A Coup Against Social Europe Has Been Foiled — For the Time Being, THE GUARDIAN, Mar. 8,
2005, at Guardian Leader Pages 23, available at
http://www.monbiot.com/archives/2005/03/08/the-real-straight-banana/.

See Spectrezine Weblog, supra note 73; Basketter, supra note 73; Monbiot, supra note 73.
CHARLES TILLY, IDENTITIES, BOUNDARIES, AND SOCIAL TIES 216-17 (2005).
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vernance and their population of the discursive space. This section be-
gins by describing these actors, after which an overview is provided of
their location within EU governance as members of the EU Health Fo-
rum (Health Forum).” Subsequently, some general points are made
about activism within the discourse on civil society involvement in EU
governance. After which the examples of the EPF and the EPHA are
used to highlight some further problematic elements of that discourse, in
particular the production of neutered activism. The EPF and the
EPHA' are stimulated or fostered by the EU, and are linked to and oper-
ate at the EU level, through the Health Forum, which is the main way of
integrating these actors into EU governance. The Health Forum provides
recommendations for policy making, but does not form part of the formal
legislative process.

The EPF and, to a lesser extent, the EPHA are supported by the
Internet, which in other contexts is noted as providing an effective me-
dium for non-elites to communicate, particularly in struggles around hu-
man rights, the environment, and health issues like AIDS.” The Internet
potentially facilitates biosociality by supporting the use and development
of the discursive space opened by the Community law rights without the
necessity of “running through® the EU’s institutions. As Sassen points
out, the Internet allows local initiatives to become part of a wider net-
work of activism, “without losing the focus on specific local struggles.”
Moreover, “cyberspace is, perhaps ironically, a far more concrete space
for social struggles than is the national political system,”® making it an
“enabling environment”® for the emergence of patients as political ac-
tors. Whether or not this is so for the EPF and the EPHA remains to be
tested. Indeed, use of the Internet might be an elite strategy. Still, since
such an assessment lies outside the scope of this paper, it is sufficient to

® EUR. COMM’N, INTRODUCTION TO THE EU HEALTH PoLICY FORUM (Dec. 2006), available at
http //ec.europa.eu/health/ph_overview/health_forum/docs/leaflet_en.pdf.

See European Patients’ Forum, http://www.eu-patient.eu/ (last visited Oct. 28, 2008).

See European Public Health Alliance, http://www.epha.org/ (last visited Oct. 28, 2008).

SASSEN, supra note 64, at 373-74. See also DIGITAL FORMATIONS: IT AND NEwW
ARCHITECTURES IN THE GLOBAL REALM (Robert Latahm & Saskia Sassen eds., 2005).

SASSEN, supra note 64, at 366.

8 1d. at 373.

® 1d. at 374.

8 1d. at 375.

78
79

80



7. FLEAR - FORMATTED 5/11/2009 12:00 PM

Vol. 26, No. 3 EU Governance, Health Care, and Bio-Citizenship 885

note the potential importance of the Internet in helping to support activ-
ism and resist the neutering effects of EU governance discourse.®

To describe the EPF and the EPHA in turn, the former “is the
umbrella group of pan-European patient groups active in the field of Eu-
ropean public health and health advocacy.” The members encompass
NGOs in the area of public health, including patients’ organizations.
Other members are organizations representing health professionals and
trade unions, representatives of health service providers and health insur-
ance, and industry representatives with a particular health interest.
Membership depends upon meeting certain standards on, inter alia, de-
mocracy and funding.?® The organization was created through reflexive
engagement with the opportunities (and perhaps threats) provided by the
EU, and after a call in January 2003 by the “Commission and other EU
institutions to have one pan-European patient body to address and con-
sult on issues of interest to patients in the European health care debate.”®

It appears that group interests are being focused, aggregated, and
represented® by integration into Community consultation and legislative
processes.®® The EPF pools its members’ resources to work “on horizon-
tal issues affecting all European patients and supports individual mem-
bers’ initiatives that will benefit the community.” As a result, the
Community law rights to migrate for treatment are helping to draw new
boundaries of solidarity within and among organized interests. This oc-

8 Cf. Bart Cammaerts, The eConvention on the Future of Europe: Civil Society and the Use of the

Internet in European Decision-making Processes, 28 J. EUR. INTEGRATION 225, 241-242 (2006)
(discussing the changes needed for the Internet to become more than “mere ‘window-dressing’”).
Eur. Patients’ Forum, What is the European Patients’ Forum (EPF)?, http://www.eu-
patient.eu/about_us/what_is_epf_more.php (last visited Nov. 8, 2008) [hereinafter What is the
European Patients’ Forum?].

Eur.Patients’ Forum, Internal Rules (Jan. 31, 2003), arts. 1-2, http://www.eu-
patient.eu/core_documents/EPF_internal_rules.pdf.

What is the European Patients’ Forum?, supra note 85.

Cf. Gary Marks and Dough McAdam, Social Movements and the Changing Structure of Political
Opportunity in the European Union, in GOVERNANCE IN THE EUROPEAN UNION (Gary Marks,
Fritz W. Scharpf, Philippe C. Schmitter & Wolfgang Streeck eds., 1996) (discussing the com-
plexity of EU governance).

Where they are now recognized by the Commission and European Parliament in the European
Patients” Forum. The Forum was created in response to the Commission’s announcement in 2003
that it wanted to deal with one single patients’ group for the whole of the EU. What is the Euro-
pean Patients’ Forum?, supra note 85.The Forum was created in response to the Commission’s
announcement in 2003 that it wanted to deal with one single patients’ group for the whole of the
EU.

% d.
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curs in part through their involvement in the new EU instigated and
funded structures and fora.”*

The EPF’s aims are to provide strategic opportunities for en-
gagement with the EU, in particular “to ensure that the EU’s health strat-
egy is open, transparent, and responds to the public concerns. The inten-
tion is to provide an opportunity to organize consultations, to exchange
views and experience on a wide range of topics, and to assist in imple-
mentation and follow-up of specific initiatives.”® The EPF is the self-
proclaimed “genuine voice of European patient groups,” making it “the
point of reference for the European Commission and the European Par-
liament.”® The EPF speaks of being “keen to further collaborate™* with
institutions such as the Commission and the European Parliament, as
well as the European Medicines Agency (EMEA),” and the Committee
for Medicinal Products for Human Use (CMPHU). The EPF is also keen
to collaborate with other “stakeholders in the public health area,”® in-
cluding the Standing Committee of European Doctors and the Standing
Committee of European Nurses.

The EPF has apparently influenced patient mobility and accessi-
bility of treatment abroad. For instance, the EPF responded to the Com-
mission’s consultation on health care by emphasizing the importance of
receiving high quality health care as close to home and as quickly as
possible; but adding that where cross-border health care is used, patient
safety needs to be ensured, in particular through the availability of high
quality, timely, and accurate information in the patient’s own language.
The EPF also highlights the “way forward” by identifying “a policy mix
including a legally binding instrument, a political ‘tool’ (e.g., a Patients’
Charter) and robust and effective management systems.”®” Influence has

> JoN ERIK D@LVIK, REDRAWING BOUNDARIES OF SOLIDARITY? ETUC, SOCIAL DIALOGUE, AND

THE EUROPEANISATION OF TRADE UNIONS IN THE 1990s 526 (George Drennan & Susan Hoivik,
trans., Arena 1997). See Sonia Mazey, The European Union and Women’s Rights: From Euro-
peanisation of National Agendas to the Nationalisation of a European Agenda, 5 J. EUR. PUB.
PoL’y 131 (1998) (discussing women as sophisticated policy actors who affect a wide range of
policy issues).

What is the European Patients’ Forum?, supra note 85 (emphasis added).

% 1d. (emphasis added).

% 1d.

% European Medicines  Agency, Working With Patients and Consumers,
http://www.emea.europa.eu/Patients/introduction.htm (last visited Oct. 25, 2008) (The EMEA
notes how it “works with patients and consumers by providing information about medicines’ and
‘by integrating them in its activities”).

What is the European Patients’ Forum?, supra note 85.

Response From the European Patients” Forum Regarding the EC Consultation on Health Servic-
es, http://www.eu-
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also been exerted in other issues, such as through sitting on the
EMEA/CMPHU working groups, matters related to pharmacovigilance,
product information, interaction with patients, and information. In addi-
tion, some members have been involved in relevant Commission work-
ing groups on patient mobility. The EPF is also embedded in the Euro-
pean Parliament Health and Consumer Intergroup, where it provides the
Secretariat of the Group.*

Turning to EPHA, it represents over 100 non-governmental
(NGOs) and other not-for-profit organizations, thirty-five of which are
pan-European or networks, making it the largest pan-European public
health NGO.* EPHA “aims to promote and protect the health interests
of all people living in Europe and to strengthen the dialogue between the
EU institutions, citizens, and NGOs in support of healthy public poli-
cies.”*® Perhaps more so than the EPF, the EPHA has as a central role in
monitoring the impacts of EU policymaking on public health and the
creation of awareness amongst EU citizenry and civil society actors of
developments in EU governance such as the so-called Open Method of
Coordination (OMC).” All with the aim of helping to promote a contri-
bution by EU citizenry to the policy making process and take practical
action to take part in appropriate programs. The EPHA also seeks to
support collaboration and partnerships between relevant civil society ac-
tors that are active at the European, national, and local levels on health
promotion and public health.*? Like the EPF, the EPHA is also involved
with the European Parliament, where, with the European Consumers’
Organization,' it provides secretarial assistance to the Health and Con-

patient.eu/news/attached_documents/epfs_response_health_services_consultation.pdf (last vi-

sited Nov. 8, 2008). See also European Patients” Forum, EPF Responds to the European Com-

mission Consultation on Health Services,

http://www.eupatient.eu/news/2007_02_07_EPF_responds_to_the_European_Commission

Consultation_on_Health_Services.php (last visited Nov. 8, 2008);

Health and Consumer Intergroup in the Eur. Parliament, EPHA — the Largest Pan-European Pub-

lic Health NGO, http://intergroup.epha.org/article.php3?id_article=2 (last visited Nov. 8,

2008)[hereafter “EPHA — the Largest Pan-European Public Health NGO™]; See also What is the

European Patients’ Forum?, supra note 87.

% EPHA - the Largest Pan-European Public Health NGO, supra note 98.

100 Eyr. Pub. Health Alliance, About EPHA, http://www.epha.org/r/13 (last visited Nov. 8, 2008).

101 See also Trubek, Nance & Harvey, supra note 7.

192 Eur. Pub. Health Alliance, The ‘Who, What and Why’ of EPHA, http://www.epha.org/a/27 (last
visited Nov. 1, 2008).

18 BEUC, BEUC? BEUK? BOUIK? BEEOOK?: Consumers on the European Stage,
http://www.beuc.eu/Content/Default.asp?PagelD=855&LanguageCode=EN (last visited Nov. 8,
2008).
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sumer Intergroup in the European Parliament,*® which is a forum for dis-
cussion between health OMC and Members of the European Parliament
with a special interest in health issues.’® The Health Intergroup has been
active since 1994, and the Consumer Intergroup since 1989.% EPHA is
also enmeshed in the EU’s developing network of civil society actors
that deal with health care issues, such as the Social Platform.’

The overview of the location of the EPF and the EPHA within
EU governance focuses on the place of the Health Forum, its central me-
chanism for engagement, after which this article focuses on the discourse
relating to civil society involvement, as presented in the EU’s overall
health strategy, “Together for Health.” Further work needs to be done on
the place of the Health Forum and its representation of civil society with-
in EU health governance, as well as the role of individual members such
as the EPF and the EPHA within that governance, and the relationship(s)
of non-incorporated social movement activism with that governance.
Analyses of EU health governance'® stress its continuing development,
the absence of hard law measures (because of the weakness of current
legal bases for the adoption of legislation through the Common Commu-
nity Method and domestic political opposition), and, therefore, the re-
liance on soft law measures and processes (which perhaps paradoxically
seem to have found some political support).'®

In thinking about these regulatory techniques it is important to
begin with the aforementioned strategy,'° and then go on to explore pre-
vious EU action. “Together for Health” “puts in place an overarching,
strategic framework for work on health at the EU level, and sets the di-
rection of travel for the coming years. The strategy encompasses work
not only in the health sector but across all policy areas.”* Within the

104 |d

105 Id.

1% Health and Consumer Intergroup in the European Parliament, About the Health and Consumer
Intergroup, http://intergroup.epha.org/rubrique.php3?id_rubrique=1 (last visited Nov. 8, 2008).

197 An umbrella organization for Brussels-based social NGOs almost entirely funded by the Com-
mission, for more information see Social Platform, http://www.socialplatform.org/ (last visited
Nov. 8, 2008). See also De Israel de Jésus Butler, Non-Governmental Organisation Participa-
tion in the EU Law-Making Process: The Example of Social Non-Governmental Organisations at
the Commission, Parliament and Council, 14 EUR. L. J. 558, 571.

108 See references in supra, note 6; Hervey & Vanhercke, supra note 10.

19 gee generally Hervey & Vanhercke, supra note 10.

10 Eyropean Commission, Health Strategy,
http://ec.europa.eu/health/ph_overview/strategy/health_strategy_en.htm (last visited Nov. 8,
2008).

111 Id
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Health and Consumer Protection Directorate-General (DG SANCO), the
strategy is supported by the Commission’s health program."? Research
funding is provided by DG SANCO and other areas, such as “Framework
6” (preceding “Together for Health”), which funded “Europe for Pa-
tients,” and now “Framework 7.” Pursuant to Article 152 of the EC
Treaty, health is a horizontal issue that must be taken into account in all
policy areas.”® In terms of cooperation between Member States, there is
also a High Level Committee on Health, an informal body composed of
senior officials from Member States and candidate states, which advises
the Commission.**

The Commission also engaged ministers from the Member States
and representatives of civil society to participate in a “high-level process
of reflection (HLPR) on patient mobility and health care developments in
the European Union.”*** The process resulted in a report agreed to at a
final meeting on December 8, 2003. According to the Commission, this
“represent[ed] a [political] milestone by recognizing [sic] the potential
value of European cooperation in helping Member States to achieve their
health objectives.”

This process fed into the adoption of a Communication on pa-
tient mobility and health care developments in the EU.** The Communi-
cation provided for the establishment of a High Level Group on Health
Services and Medical Care in order to take forward the work identified in
the Communication. That High Level Group commenced its work in Ju-
ly 2004. The Group is comprised of experts from all twenty-seven
Member States.'” The group provides the means for “persuasive con-

12 Eyropean  Commission, Together For Health: Health Programme  (2008-2013),
http://ec.europa.eu/health/ph_overview/pgm2008_2013 en.htm (last visited Nov. 8, 2008).
Council Decision No 1350/2007/EC, 2007 O.J. (L 301) 3, available at http://europa.eu (This was
the Council Decision that created the Consumer Health Commission).

3 European Commission, Health in All Policies,
http://ec.europa.eu/health/ph_overview/other_policies/health_other_policies_en.htm, (last visited
Nov. 8, 2008).

4 European Commission, High Level Committee on Public Health,
http://ec.europa.eu/health/ph_overview/co_operation/high_level/high_level_en.htm, (last visited
Nov. 9, 2008).

Y5 European  Commission,  Background on  Patient  Mobility —and  Healthcare,
http://ec.europa.eu/health/ph_overview/co_operation/mobility/patient_mobility_en.htm (last vi-
sited Nov. 9, 2008).

118 Commission of the European Communities Follow-up to the High Level Reflection Process on
Patient Mobility and Healthcare Developments in the European Union, COM (2004) 301 final
(April 20, 2004), available at http://netcards-
project.com/web/files/library/com2004_0301_Patient_Mobility.pdf.

" d. at 4.
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vergence” of national law and policies.*® There are also ongoing efforts
to bring about Community action on health care, in order to clarify the
application of Community law in practice.**

The Commission launched a public consultation on what action
is necessary.’”® Both the EPF and the EPHA provided responses to the
consultation.*® In addition, a health and long term care strand of the
streamlined OMC on social protection and social inclusion has been de-
veloped. The Health Forum is literally mentioned at the bottom of the
web page on “Together for Health.” The Health Forum “serves as an in-
formation and consultation mechanism to ensure that the aims of the
Community’s health strategy are made clear to the public and respond to
their concerns,” and:

[P]rovides an opportunity to representative organizations of patients,
health professionals, and other stakeholders, such as health service
providers, to make contributions to health policy development, its
implementation and the setting of priorities for action.'??

The Health Forum is comprised of two “complementary ele-
ments”# (1) an Open Forum acting as “a platform for general exchange
of information and for a discussion with a broader range of groups and
interested parties™* and (2) the Health Policy Forum, comprised of a
“consistent set of member organizations, for the discussion of key policy
areas.”*®

18 Hervey & Vanhercke, supra note 10.

19 EUROPEAN ~ COMIM’N, PUBLIC HEALTH, OVERVIEW OF HEALTH STRATEGY,
http://ec.europa.eu/health/ph_overview/overview_en.htm (last visited Mar. 9, 2009);HEALTH
AND CONSUMER PROTECTION DIRECTORATE-GENERAL, EUROPEAN COMMISSION, SUMMARY
REPORT OF THE RESPONSES TO CONSULTATION REGARDING “COMMUNITY ACTION ON HEALTH
SERVICES” (SEPT. 26, 2006),
http://ec.europa.eu/health/ph_overview/co_operation/mobility/docs/health_services_rep_exs_en.
pdf.

120 press Release, European Union, Patient Mobility: Commission Launches Public Consultation
Regarding EU Action on Health Services (Sept. 26, 2006),
http://europa.eu/rapid/pressReleasesAction.do?reference=1P/06/1267 &format=.

121 See generally European Patients’ Forum, http://www.eu-patient.eu/ (last visited Nov. 9, 2008);
European Public Health Alliance, http://www.epha.org/ (last visited Nov. 9, 2008).

122 European Commission, EU Health Forum,
http://ec.europa.eu/health/ph_overview/health_forum/health_forum_en.htm (last visited Nov. 9,
2008) [hereafter EU Health Forum].

123 Id.

24 d.,; See also European Commission, Open Forum 2005,
http://ec.europa.eu/health/ph_overview/health_forum/open_2005/contributions_en.htm (last vi-
sited Nov. 9, 2008) [hereinafter Open Forum 2005].

125 EU Health Forum, supra note 122.
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Having sketched the location of the EPF and the EPHA within
EU governance, some general points can be made about the discourse on
civil society involvement (focusing on the rationales at play and extract-
ing lessons from “European Governance™), and then use the examples of
the EPF and the EPHA to highlight some further problematic elements of
that discourse, in particular the neutered activism produced. The article
does not suggest that EU governmentality represents formal policy, since
power’s operation is often automatic rather than intentional; instead, the
objective of this paper is to interrogate EU health governance discourse
in order to reveal its technologies, rationalities, and problematic aspects,
thereby rendering it more transparent to those it governs.

To begin with, although neither the Forum nor the EPF and the
EPHA are mentioned in “Together for Health” explicitly, the Health Fo-
rum in particular, and indirectly the EPF and the EPHA as two of its
members, are clearly implicated. Interestingly, this occurs through the
discourse of human rights. The document makes references to this dis-
course, in particular the EU Charter,*?® which it then uses to highlight the
importance of citizen “participation in and influence on decision mak-
ing.”*” This provides the most immediate frame for the relations be-
tween the EU system of governance and civil society actors. It should,
of course, also be noted that the involvement of such actors is also due to
the emphasis given in “European Governance,”? which referred to civil
society involvement and problematized it as a means of enhancing input
legitimacy for more effective outputs, and so constitutes a wider frame,
creating a degree of path dependency for EU governance practice in
“Together for Health.” Of course, Giandomenico Majone, in particular,
has stressed the importance of technocratic governance and depoliticiza-
tion in the EU’s regulatory process. According to Majone, only effective
administrative procedures are required in order to ensure accountability

126 Together for Health, supra note 13, at 4.

127 Id.

128 Kenneth Armstrong, Rediscovering Civil Society: The European Union and the White Paper on
Governance, 8 EUR. L. J. 102, 105 (2002); See Kenneth Armstrong, Inclusive Governance? Civ-
il Society and the Open Method of Coordination, in CIVIL SOCIETY AND LEGITIMATE EUROPEAN
GOVERNANCE  (Stijn Smismans ed., Edward Elgar 2005), available at
http://eucenter.wisc.edu/OMC/Papers/Protection/armstrong3.pdf. See generally Daniel Wincott,
Looking Forward or Harking Back? The Commission and the Reform of Governance in the Eu-
ropean Union, 39 J. COMMON MKT. STUD. 897 (2001). Cf. Andreas Follesdal, The Political
Theory of the White Paper on Governance: Hidden and Fascinating, 9 EUR. PuB. L. 73
(2003)(discussing general themes and issues that the Commission White Papers on Governance
presents); Butler, supra note 107 (discussing the role of Non-governmental organizations in EU
law making).
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and legitimacy.”® Human rights now imbricate concerns about demo-
cratic inputs and they help to legitimate governance outputs.’® As such,
human rights are perhaps put at the service of EU governance as an addi-
tional rationale for civil society involvement. Patient NGOs like the EPF
and the EPHA are clearly seen as points of contact or conduits through
which patients interact more directly with the EU’s system of gover-
nance. Indeed, both the EPF and the EPHA receive funding from the EU
under the Commission programs in support of active citizenship.*** This
demonstrates the way in which EU governance discourse colonizes hu-
man rights discourse and then deploys it in order to supposedly enhance
the effectiveness and legitimacy of governance.

The rationalities of EU health governance are revealed by inter-
rogating what it problematizes. For instance, there is reference in “To-
gether for Health” to the risks, challenges, and opportunities provided by
the Internal Market in health care services.”® This constitutive outside
depoliticizes, naturalizes, and enhances the case for EU involvement and
agency and reveals some of its rationales. There is not merely rationality
of optimization, but also of normalization found in technologies that
create, classify, and seek to control anomalies in the social body, that is,
those arising from the operation of the free movement of patients, such
as unpredictable or too much outflow of patients from health care sys-
tems. EU governance here is biopower, and it is supposed to isolate
these anomalies and then normalize, to quote Paul Rabinow, “through
corrective or therapeutic procedures.”*® These are “determined by other

129 see sources cite, supra note 47. See Colin Scott, New-ish Governance and the Legitimacy of the
EU, Comp. RESEARCH L. & PoL. EcoN., 2007, RPS-17, available at
http://www.comparativeresearch.net/papers.jsp?pubyear=2007. Cf. Andrew Moravcsik, In De-
fence of the ‘Democratic Deficit’: Reassessing Legitimacy in the European Union, 40 J.
CoMMON MKT. STUD 603 (2002) (dismissing the notion of the EU’s democratic deficit because
its competences are delegated to specialists in order to insulate them from political contestation,
which is the subject of broad normative agreement).
Governance outputs has been the subject of renewed focus under the Lisbon Agenda, which aims
to make the EU more competitive. See European Commission, Lisbon Strategy Key Documents,
http://ec.europa.eu/growthandjobs/key/index_en.htm (last visited Nov. 9, 2008)
See generally, European Commission, Citizenship,
http://ec.europa.eu/citizenship/action2/measure2_en.html (last visited Nov 9, 2008).
See generally, Together for Health, supra note 13.The internal market is defined by Article
14(2), European Community Treaty as “an area without internal frontiers in which the free
movement of goods, persons, services and capital is ensured in accordance with the provisions of
this Treaty.” The internal market is the Community’s central project and the basis of further in-
tegration. For a summary of the risks, see HERVEY & MCHALE, supra note 6, at 138-144.
135 Cf. MICHEL FOUCAULT, THE FOUCAULT READER 20-21 (Paul Rabinow ed., Penguin Books,
1984)(discussing the system of ‘normalization’).
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related technologies,”* in EU governance through, for instance, the re-
porting procedures for the identification and dissemination of best prac-
tice in the OMC, and attempts to generate EU governance responses to
the free movement of patients.

EU funded research supports these attempts to correct anomalies
in the social body.** Thus, “Europe for Patients,” the development of
which was prompted by cases creating the Community law rights, in-
volves leading researchers on health care systems,™* and is beginning:*¥’

[T]o contribute scientific evidence that will enable policy makers at
EU and national level to take concerted and coordinated action to al-
low Europe’s citizens/patients to benefit from enhanced mobility in
Europe.'*®

The research results will “achieve/contribute” to the:

[Flormulation of advice on how to overcome obstacles to creating
policies on patient mobility that benefit patients and health authori-
ties—through actions at different levels (regional, national, [and cru-
cially] European) employing (interestingly) legal, organizational and
regulatory approaches.’*

Such developing approaches utilize, derive their force, and so are
underpinned and legitimized by the gathering, selection, normalization,

13 1d. at 21.

%5 Tamara K. Hervey, The European Union and the Governance of Health Care, in LAW AND NEW

GOVERNANCE IN THE EU AND THE US (Grainne de Blrca & Joanne Scott eds., 2006) (on file

with author).

There are a number of leading researchers, for example ISES Business School at the University

of Navarra, http://www.iese.edu/en/home.asp (last visited Nov. 9, 2008); London School of Hy-

giene and Tropical Medicine, http://www.Ishtm.ac.uk (last visited Oct. 27, 2008); London

School of Economics and Political Science, http://www.lse.ac.uk (last visited Oct. 27, 2008);

Observatoire Social Européen, http://www.ose.be/en/default.htm (last visited Oct. 27, 2008); Un-

iversiteit Gent, http://www.rug.ac.be (last visited Oct. 27, 2008); Centre for Cross Border Stu-

dies, http://www.crossborder.ie (last visited Oct. 27, 2008); Institut Za Vrovanje Zdravja [Insti-

tute of Public Health of the Republic of Slovenia)], http://www.ivz.si/ (last visited Nov. 9

2008);Praxis, http://www.praxis.ee (last visited Oct. 27, 2008); European Observatory on Health

Systems and Policies, http://www.euro.who.int/observatory (last visited Oct. 28, 2008) (itself in

partnership with other organizations, such as the World Health Organization,

http://www.who.int/en (last visited Oct. 28, 2008)); Association Internationale de la Mutualité,
http://www.aim-mutual.org/ (last visited Oct. 28, 2008); Regione del VVeneto [Vento Region of

Italy], http://www.regione.veneto.it/channels (last visited Oct. 28, 2008).

See MAGDALENE ROSENMOLLER, MARTIN MCKEE & RITA BAETEN, PATIENT MOBILITY IN THE

EUROPEAN UNION: LEARNING FROM EXPERIENCE (WORLD HEALTH ORGANIZATION, 2006)

available at http://www.euro.who.int/Document/Obs/Patient_Mobility.pdf.

138 University of  Navarra, Europe for Patients Final  Conference-Objectives,
http://www.iese.edu/en/events/Projects/Health/Objectives/Objectives.asp (last visited Nov. 8,
2008).
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and centralization of knowledge and the valorization of science. Put
simply, this is governance by and through knowledge. As with the
Community law rights, the operation of power/knowledge through the
legal, organizational, and regulatory approaches will doubtless discipline
and regulate. As Foucault points out, “power and knowledge directly
imply one another . . . there is no power relation without the correlative
constitution of a field of knowledge, nor any knowledge that does not
presuppose and constitute at the same time power relations.”* Moreo-
ver, it is in discourse that “power and knowledge are joined together.”

Yet since power is double-edged, EU funded research and the
discourse it produces might also enhance awareness, aggregate interests,
and strengthen the arguments made by individual patients and their col-
lectivities, such as the EPF and the EPHA,, in dealing with EU health go-
vernance and, most importantly, its health care systems. In other words,
EU funded research might also enhance the agency of the EPF and the
EPHA, as well as their legitimacy as sites of engagement with EU go-
vernance. While both have made strategic use of Community law rights
discourse, there are indications that EU funded research is furnishing
them with further resources, with implications for their relations with
other civil society actors and EU governance, as will be discussed further
shortly.

As expected, the problematic and rationality of legitimacy is also
particularly prominent. The article notes above how Community law
rights freight individual patients with agency and responsibility. So too
does the neoliberal discourse imbricating and colonizing rights discourse.
Litigation under Community law and other forms of EU level stimulation
of civil society activity in health governance represent subtle technolo-
gies and rationalities of power to create, orchestrate, and organize indi-
vidual and especially collective agency. Mitchell Dean explains how
these technologies attempt “to engage us as active and free citizens, as
informed and responsible consumers, as members of self-managing
communities and organizations, as actors in democratizing social move-
ments, and as agents capable of taking control of our own risks.”*** This
self-government and agency is reinforced by the rationality of legitimacy
when it stresses the importance of involvement and consultation of citi-
zens.

10 FoucAULT, DISCIPLINE, supra note 23, at 27.
11 FOUCAULT, HISTORY OF SEXUALITY, supra note 23, at 100.
192 WALTERS & HAAHR, supra note 21, at 75.
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However, as will be explained, the rationality of legitimacy lim-
its this agency to entrepreneurialism and the focus remains on generating
outputs for legitimating EU health governance, with input from patients
constructed as limited. The EU uses various discourses that are other-
wise not usually seen as related to power and governance. The use of
scientific discourse and researchers (including academics) in particular
(and as also exemplified in the use of medical discourse in the jurispru-
dence) creates a field for consideration of, and also often reinforces the
arguments for, EU interventions. Thus, as Brown notes, speaking of go-
vernmentality more generally, it “draws upon without unifying, centraliz-
ing, or rendering systematic or even consistent, a range of powers and
knowledges dispersed across modern societies.”**

Further general points about the scope for and texturing of activ-
ism by EU governance discourse can be made by reference to comments
on the White Paper entitled “European Governance,” since this frames
the strategy for civil society involvement in “Together for Health.” In
relation to “European Governance,” William Walters and Jens Hendrik
Haahr note how there is an emphasis on openness and transparency, but:

[IIn the same breath this document calls for strengthening of in-
volvement. Reforms are called for which will facilitate the participa-
tion of citizens, organizations of “civil society” ... in the processes
of European policy formulation and implementation. These reforms
include the provision of up-to-date, online information on the state of
policies as they process through different decision making stages; and
the establishment and publication of minimum standards for consulta-
tion on EU policy . . .**

Walter and Haahr highlight how techniques for enhancing con-
sultation and strengthened involvement of citizens and “civil society” are
technologies of agency (about which more is said shortly) that point to
public rationality. However, the stress on involvement and consultation
initiated in “European Governance:”

[Alppears not as much as the result of a quest to establish a firmer
basis of information and argumentation for policies, as of a desire to
increase popular support and understanding for these policies. In-
volvement and consultation appear as educational initiatives rather
than as instruments for the pursuit and testing of valid arguments.**®

%3 Brown, Power, supra note 21 at 74.
144 WALTERS & HAAHR, supra note 21, at 76.
%5 1d. at 83 (emphasis added).
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In support of this point, Walter and Haahr note how, as the
Commission states, the point of improved participation is that it is likely
to engender greater confidence in governance outputs and, therefore, in
the system of governance and the institutions that dominate it. In other
words, the point of increased participation is “not that improved partici-
pation will provide a more convincing and therefore a more rational basis
for policy.”**

The same point was made in “Together for Health:”

[A] core value is Citizens” Empowerment. Health care is becoming
increasingly patient centered and individualized, with the patient be-
coming an active subject rather than a mere object of health care.
Building on the work on the Citizen’s Agenda, Community health
policy must take citizens’ and patients’ rights as a key starting point.
This i?lgludes participation in and influence on decision mak-

ing. ..

On the central mechanism for potential activism, the Health Pol-
icy Forum’s purpose is:

[T]o bring together umbrella organizations representing stakeholders
in the health sector to ensure that the EU’s health strategy is open,
transparent and responds to the public concerns. The intention is to
provide an opportunity to organize consultations, to exchange views
and experience on a wide range of topics, and to assist in implemen-
tation and follow-up of specific initiatives.'*®

Similarly, the Open Forum’s main activity seems to be that of:

[A]n annual conference and exhibition event. The objective of the
Open Forum is to provide a platform for networking and exchange of
ideas and views of different stakeholders of the European health
community (health professionals’ organizations, public health NGOs,
patient groups, and service providers and funders).**°

So, although the active patient is emphasized in “Together for
Health” (a point that will be returned to shortly), the central mechanism
for activism reveals a continuation of the public rationality inaugurated
in “European Governance,” in which references to involvement and con-

16 1d. (emphasis added).

W7 Together for Health, supra note 13, at 4 (original emphasis for ‘Citizens’ Empowerment’, other-
wise emphasis added).

%8 European Commission, The Health Policy Forum,
http://ec.europa.eu/health/ph_overview/health_forum/policy_forum_en.htm (last visited Nov. 9,
2008) (emphasis added).

%5 Open Forum 2005, supra note 122 (emphasis added).
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sultation do not guarantee a genuine and truly open and rigorous discus-
sion with those members of civil society who are involved and con-
sulted.™ The EPHA itself highlights how EU governance, such as
through the HLPR in 2003, has hitherto not promoted participation by
patients and their groups since it was “confidential and lacking [in]
transparency.”™" This does not bode well for the strategy adopted in
“Together for Health,” particularly given the dearth of details for what
involvement and consultation with patients’ groups will entail and how it
will be carried out.

All this is hardly surprising. In a reflection on the governance
debate Stijn Smismans notes how the main focus in “European Gover-
nance,” and, as suggested, in “Together for Health,” “is not direct citizen
participation but functional representation, i.e., representation via associ-
ations and interest groups. The language is one of civil society . . . con-
cerned interests, interested parties, and stakeholders.” Participation of
these actors is about “contributing to EU legitimacy but not defined as a
contribution to more active citizenship.”*? Thus, as Walters and Haahr
explain, this rationality “at least partially emerges in a paternalistic ver-
sion.” This is because:

[IInvolvement is not first and foremost a vehicle for the achievement
of rational agreement on the basis of the free and equal exchange of
arguments oriented towards understanding. It is more a vehicle for
persuasion, for rhetorical action in which the point is to convince the
objegss of rhetoric of certain given beliefs, preferences and identi-
ties.

This point is only reemphasized below, when the implications of
the norm of expertise are considered further, and it is queried how much

influence the EPF and the EPHA might have when faced with those who
have traditionally been privileged in the Community system of gover-

150 Cf. Nancy Fraser, Transnationalizing the Public Sphere: On the Legitimacy and Efficacy of Pub-
lic Opinion in a PostWestphalian World, in IDENTITIES, AFFILIATIONS AND ALLEGIANCES 45,
60-66 (Seyla Benhabib, lan Shapiro & Danilo Petranovic eds., 2007) (discussing political legiti-
macy and the concept of shared citizenship in the Westphalian and postWestphalian era).

15 European Public Health Alliance, Patient Mobility Report Published-December 2003,
http://www.epha.org/a/964?var_recherche=kohll ~ (last visited Nov. 9, 2008) OR
ALTERNATIVELY

See EUROPEAN PUBLIC HEALTH ALLIANCE, PATIENT MOBILITY REPORT PUBLISHED (2002),
http://www.epha.org/a/964?var_recherche=konhll.

152 stijn Smismans, New Governance — The Solution for Active European Citizenship, or the End of
Citizenship?, 13 CoLUM. J. EUR. LAw 595, 604 (2007) [hereinafter “New Governance”] (em-
phasis added).

153 WALTERS & HAAHR, supra note 21, at 83 (emphasis added).
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nance, such as Commission officials and experts. There is clearly a lot to
unpack about civil society involvement in EU health governance. For
instance, the stakeholders involved and sometimes sponsored by the
Commission (such as state actors, professionals, and patients), their
roles, and relative positions. Yet, instead of providing an empirical anal-
ysis of such issues, this article focuses on the discourse shaping, organiz-
ing, and conditioning civil society involvement and actors’ positioning
within EU governance as an effect of the norm of expertise.

Having made some general points, this paper now moves to the
examples of the EPF and the EPHA, in order to critique and extract some
further problematic elements of EU health governance discourse for ac-
tivism.™>* A first point is that the EU, in fostering civil society engage-
ment with its system of governance through techniques of governing,
such as providing funding and putting out “calls” for the aggregation of
national level organizations into EU umbrella organizations, is populat-
ing and texturing the discursive space opened by Community law rights.
This creates a field of power/knowledge and new frameworks for thought
and action in a process of exchange and dialogue. Public power seeps
into civil society, which becomes a target of EU governance.

Second, the dialogue is developing a new relationship between
civil society and the EU’s system of governance in the area of health.
The dialogue signals the colonization of the emancipatory and democra-
tizing potential of human rights discourse by depoliticizing governance
discourse. This colonization also signals the growing importance of neo-
liberal political rationalities of optimization in the governance of health,
which has otherwise tended to rely on welfare discourse and rationalities,
particularly at the national level.™* The neoliberal rationalities find their
most prominent articulation through EU governmental technologies for
selecting civil society actors with which to engage,*® requirements for
“professionalism,” which squeeze out groups that are deemed unprofes-
sional, and which are perhaps less well-resourced and organized collec-

154 Special thanks are due here to Jean McHale for suggestions and to John Morison for further in-
spiration.

155 Cf. Tamara K. Hervey, EU Governance of Health Care and the Welfare Modernization Agenda,
2 REG & GOVERNANCE 103 (2008)(discusses how new governance processes are being used by
both EU member states and the EU to help promote efficiency in health care policy).

1% See Towards a Reinforced Culture of Consultation and Dialogue, supra note 16, at 4; On the
Collection and Use of Expertise by the Commission, supra note 16, at 7; Dialogue with Associa-
tions of Regional and Local Authorities on the Formulation of EU Policy, supra note 16, at 7;
Action Plan ‘Simplifying and Improving the Regulatory Environment’ supra note 16, at 6; Report
on European Governance (2003-2004), supra note 16, at 4.
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tivities,®™ as well as others that determine the role and activities of those
actors “embedded” in EU governance as about involvement and consul-
tation. In other words, EU governmentality is mobilizing, organizing,
selecting, and conditioning civil society actors through knowledges and
techniques that regulate the conduct of their conduct.

For instance, the EPF and the EPHA highlight how the organiza-
tion of actors stimulated and required by EU governance creates two dif-
ferent types of patient groups: those that are “officially” recognized
and/or established and encouraged by the EU and those who are not. So-
cial movements, while not of the same kind as patient groups, are nascent
forms of social activism, and, as this paper would suggest, have much in
common with the second type of patient groups in that they too are not
recognized. Recognition is important because the privileging of the EPF
and the EPHA creates a hierarchy of access levels to the actors and struc-
tures of EU governance. Further, the EPF, for instance, seeks to enhance
its representativeness and legitimacy by contrasting itself with unnamed
“others,” *“groups who tended to express patients’ views without prior
consultation with the interested parties.”**

The EPF “also provides support to patient groups from the new
EU Member States through education, empowerment, and training,” as
well as seeking to exchange best practice on “Strengthening Patient
Groups in the EU.”*® This highlights the hierarchy between more and
less included groups, and indeed highlights a hierarchy of expertise, with
the EPF seeking to forward an epistemic advantage vis-a-vis less “in-
cluded” actors. This hierarchy of civil society actors is likely to generate
different dialogues between “recognized” or “official” civil society ac-
tors and actors and structures of EU governance and groups or move-
ments without such recognition. EU generation of power/knowledge
through the research it funds is also important because although it is
widely accessible and might be used by individuals, it is the EPF and the
EPHA that have the greatest access to the system of governance and
source of knowledge. The EPF and the EPHA’s proximity to this source
can only enhance their position vis-a-vis non-included actors, especially
in light of the “outreach” projects it undertakes with non-included
groups.

57 See New Governance, supra note 152.

158 \What is the European Patients’ Forum?, supra note 85.

159 |d

180 European Patients’ Forum, Publications, http://www.eu-patient.eu/publications/index.php (last
visited Nov. 9, 2008).
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Third, we must question how effective “recognized” or “official”
civil society actors actually are when they engage with EU governance
actors and structures. “Together for Health” highlights the importance of
getting various stakeholders involved in EU governance, not just patients
(represented by the EPF), but also others, such as providers and funders
(represented by the EPHA, which also represents patients). EU discourse
configures power/knowledge relations between actors because it valoriz-
es and privileges science and professionalized expertise over other know-
ledges, such as day-to-day dealings with illness. As Foucault observes
these latter “subjugated knowledges” have been “disqualified as non-
conceptual knowledges: as insufficiently elaborated knowledges, naive
knowledges, hierarchically inferior knowledges, knowledges that are be-
low the required level of erudition or scientificity.”*®* The point of this
observation is not to query the content or methods of science or other
forms of expertise privileged in EU governance, but rather to highlight
the power effects of establishing expertise, particular that of science, as
the norm and truth.

One effect is that the EPF and the EPHA might be better termed
“lay members” of EU governance structures since they are not selected
for involvement by virtue of some sort of scientific expertise. Indeed, in
light of the privileging of expert and scientific knowledges in the dis-
course, and the way in which such knowledges operate as truth, depoliti-
cizing debate, it is to be questioned how much influence the EPF and the
EPHA have, compared to health care professionals, representatives of
national government, and Commission officials, those who have tradi-
tionally wielded power in EU governance and who have an epistemic
advantage. “Voice” does not guarantee influence, since others might not
listen or take the input seriously, or the input might be implicitly disqua-
lified or downgraded as failing adequately to meet the norm of expertise.
Consequently, the dialogue between the EPF and the EPHA on the one
hand and the experts entrenched in EU governance on the other, is likely
to be limited and undermined. This is quite unlike the discursive democ-

161 FOUCAULT, SOCIETY, supra note 21, at 7 (emphasis added).
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racy theorized by Habermas'®? and noted as a prescriptive and descriptive
model for EU governance.'® In this regard, Joerges notes how the:

[Aluthority of expertise threatens the realm of practical reasoning, the
claim to equal participation by all concerned in decision making, and
the accountability of elected political representatives to their consti-
tuencies . . . Laymen and experts might have comparable intelligence
and virtue, but they boast different types of knowledge. The expert’s
knowledge cannot simply be substituted or ‘overruled’ by the prob-
lem perceptions and preferences of the layman.*®*

Clearly, patients require a strategy to tackle the power-effects of
expertise if they are to be truly active. This article suggests a strategy in
the final section of this paper, but for now the point is to highlight the ef-
fects. Consonant with this point, Tamara Hervey and Bart Vanhercke
highlight the importance of the Commission’s expertise in organizing EU
governance. The Commission has managed to set the terms of the EU
health governance debate, particularly in relation to so-called “soft”
processes on patient mobility and the OMC, by building on its epistemic
advantage as initiator of “hard” Community legislation. In a form of
“path dependency” it appears the Commission’s hegemony and indepen-
dent agency as the lynch pin of Community law and policymaking is not
undermined by governance talk of participation,'®® involvement and con-
sultation of civil society.’®® Yet, as noted above, the EPF and the EPHA
also have access to EU funded research results, which renders it amena-
ble to exploitation by them in acting against the power effects of other
actors’ expertise, reinforcing the hierarchy vis-a-vis non-included pa-
tients” groups.

Although there is scope for the EPF and the EPHA to challenge
expertise, a fourth point can be made querying their representativeness of
patients in the first place. Since the EPHA represents several constituen-

162 See JURGEN HABERMAS, THE THEORY OF COMMUNICATIVE ACTION (Thomas McCarthy trans.,
Beacon Press 1984) (1981); Jurgen Habermas, Three Normative Models of Democracy, in
DEMOCRACY AND DIFFERENCE: CONTESTING THE BOUNDARIES OF THE POLITICAL 21, 27 (Seyla
Benhabib, ed., 1996).

163 For an overview and further reading see STIIN SMISMANS, LAW, LEGITIMACY AND EUROPEAN
GOVERNANCE 64-70 (2004).

184 Christian Joerges, ‘The Law’s Problems with the Governance of the European Market’, in Goob
GOVERNANCE IN EUROPE’S INTEGRATED MARKET 22-23 (Christian Joerges and Renaud De-
housse eds., 2002) (emphasis added).

185 See generally Grainne de Brca & Joanne Scott, Introduction: New Governance, Law and Con-
stitutionalism, in LAW AND NEW GOVERNANCE IN THE EU AND THE US (Grainne de Blrca &
Joanne Scott eds., 2006) (on file with author).

166 Hervey & Vanhercke, supra note 10.
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cies, and not just patients, it is questionable how effectively patients’ are
represented. The EPF in particular makes a point about being “truly rep-
resentative of European patient associations” since it “reaches the grass-
roots of the European patient associations and thus represents the views
of an estimated 150 millions of European patients across the twenty-
seven Member States, disregarding their disease, social status, or gend-
er.”**" As Smismans points out, the involvement of civil society does not
necessarily mean European integration will become more inclusive.’®
Participation in the EPF, the EPHA and, to a lesser extent, social move-
ment activism, presupposes and requires that individuals are willing and
able to participate. The discursive space for active citizenship presup-
poses and requires citizen awareness of health care needs and their en-
titlements. Patients’ ability to assert those entitlements is also important.
It is usually those with the time and money to participate (i.e., older
people from the middle classes) who are able to make use of rights and
rights rhetoric, and who participate in actors like the EPF and the EPHA.

Indeed, as Smismans notes, theories of collective action point to
the difficulties involved for the “excluded” or “weakest” to organize
even at the local and national levels.'®® A fortiori the problems can only
be magnified when organizing at the EU level, where distance between
the center and membership is notably exacerbated. Determining whether
or not this is actually the case for the EPF and the EPHA is beyond the
scope of this paper, but it is worth noting Alex Warleigh’s evidence that
individual members or supporters of NGOs are not allowed to engage di-
rectly with policymaking.™ The NGOs also provide few or no means
through which individual members or supporters can get actively en-
gaged, whether through opportunities for learning or influence. Others
point to the under representation of groups from Eastern and Southern

187 What is the European Patients’ Forum?, supra note 85.

188 See Stijn Smismans, European Civil Society: Shaped by Discourses and Institutional Interests, 9
EUR. L.J. 473, 488-502 (2003) [hereinafter “European Civil Society”]. See also Stijn Smismans,
New Modes of Governance and the Participatory Myth, (Eur. Governance Papers, No. N-06-01,
Mar. 7, 2006), available at http://www.connex-network.org/eurogov/pdf/egp-newgov-N-06-
01.pdf ; See generally Irina Michalowitz, Analysing Structured Paths of Lobbying Behaviour:
Why Discussing the Involvement of “Civil Society’ Does not Solve the EU’s Democratic Deficit,
26 J. EUR. INTEGRATION 145 (2004); Irina Michalowitz, What Determines Influence? Assessing
Conditions for Decision-making Influence of Interest Groups in the EU, 14 J. EUR. PUB. PoL’Y
132 (2007).

169 European Civil Society, supra note 168, at 491.

0 New Governance, supra note 152, at 618-19 (citing Alex Warleigh, ‘Europeanising’ Civil Socie-
ty: NGOs as Agents of Political Socialization, 39 J. COMMON MKT. STUD. 619 (2001).
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Member States.'™ A rejoinder to this point might be that, as the EPF as-
serts, efforts are made, for instance, to ensure those who are unable to ar-
ticulate their claims because of their medical condition have an opportu-
nity to do so through their caretakers.’ Yet, it is to be questioned
whether and to what extent caretakers are able to speak for those with lit-
tle or no voice, especially where the caretakers’ own views and interpre-
tations mediate the slightest articulations.

Furthermore, the Internet and other modern communications
might mitigate the problems of distance. Indeed, as noted above, digiti-
zation is recognized for its ability to facilitate aggregation and organiza-
tion of interests, although as noted above, the extent to which this is the
case in EU health governance remains to be seen. The discourse of par-
ticipation in EU governance remains problematic. Heterogeneity of pa-
tient experiences seems to be overlooked. Equality of agency between
patients is often assumed. The conditions that might shape and under-
mine their agency, in addition to the sources of inequality that might un-
dermine their ability to articulate and participate in civil society, seem to
be disregarded. Sources of inequality, differences in experiences, and
consequent disparities in agency imply that civil society actors and
processes are of varying strategic importance for differently situated pa-
tients in articulating their particular claims.

As a connected point, the selection and vetting processes for
members of the EPF are particularly interesting, because of the influence
of capital (industry), which raises the question of whether the EPF is al-
ways representing patients’ interests, or whether capital’s interests some-
times take precedence. The EPHA’s membership apparently does not
raise similar concerns. Medical treatments implicate biovalue, which is
exploitable, for instance, by pharmaceutical companies. According to
Health Action International, pharmaceutical companies sometimes use
patients to lobby health authorities for their products, sometimes provid-
ing the funding and assisting organization.'”® Such companies are, by the
EPF’s own admission, funding its members.'” In this way, corporate in-
terests might be able to “capture” civil society actors and, through their

1 Greer, Mobilizing Bias, supra note 5, at 416-17.

72 What is the European Patients’ Forum?, supra note 85.

% Health Action International Europe, Does the European Patients’ Forum Represent Patient or
Industry Interests? (Health Action Int’l Eur., July 14, 2005), available at
http://www.haiweb.org/docs2005/EPF%20paper%20final.doc

74 See EUROPEAN PATIENTS’ FORUM,  WORK  PLAN  2007http://www.eu-
patient.eu/core_documents/how_we_work/epf_work_plan_2007.pdf See also Id. at 2.
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input into decision making, exert further influence on EU regulators.
This is problematic for the ways in which it might, for example, generate
supplier induced demand, raise health care costs, and misdirect re-
sources.”™ As a result, collective actors might be stimulated by human
rights discourse, but their actual activities are controlled by forces circu-
lating around the sites of interaction with the national and EU levels,
here, those arising out of capital.'™

This leads to a fifth closely connected point about the developing
subjectivities of biocitizens. Just as it was pointed out in relation to the
subjectivities of biocitizens as bearers of Community law rights, the de-
politicizing discourses of liberalism, optimization, the market, and espe-
cially neoliberalism that imbricate EU governance discourse undermine
the scope for activism, in part because of the sort of agency that is envi-
saged. Within EU governance discourse biocitizenship entails a limited
form of activism in which the citizen acts as an entrepreneurial actor, as
highlighted by Trubek et al.*”” This article argues that this weakens the
body politic, which is constituted by actors who are the converse of pub-
licly minded. This subjectivity is only reinforced by the public rationali-
ty that was traced earlier in this section. Public rationality also links to
expert rationality. For, if the public’s role in EU health governance is
limited, and the norm of expertise is established, there arises the matter
of highlighting the experts who are privileged and dominate EU gover-
nance discourse, and the subjectivities this norm creates or reinforces.
As Walter and Haahr explain, expert rationality assumes a subject with
preferences, desires and wishes that need to be addressed by expertise.
However, this “is not . . . a subject who requires convincing, who has a
desire to understand.” Having much in common with public rationality,
the relationship between this expert rationality and the subjectivities it
establishes is paternalistic:

[A] relation where expertise applies its capacities towards the fulfill-
ment of certain needs which are presumed to be important for citi-
zens, producers, or consumers, but where these subjects are at the
same time implicitly constructed as incapable of understanding, unin-

175 See Health Action International Europe, http://www.haiweb.org/ (last visited October 21, 2008).

178 See ONG, supra note 21, at 195-219.

Y7 Trubek, Nance & Hervey, supra note 7; The Changing World of European Health Lobbies, su-
pra note 5. See also Flear, supra note 1, (for norm entrepreneurs and more from the Europeani-
zation literature). Cf. Mobilizing Bias in Europe, supra note 5 (discussing the role of different
interest groups in the EU).
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terested in knowing, and with no real need to understand and
know.'"®

Sixth, the foregoing analysis of the discourse reveals how the
role of the EPF and the EPHA within the Health Forum, and EU gover-
nance more widely, through other public consultations—such as after the
ECJ’s jurisprudence on the Community law rights (through, for instance,
the electronic reflection process in 2004 on the Commission’s new EU
health strategy)—are partly used as a Commission tool to legitimize fur-
ther initiatives in health governance.’” Consonant with the analysis in
this paper, Hervey and Vanhercke note how these consultations help to
depoliticize debates, keeping issues “under the radar,” partly as a conse-
guence of a sense of ownership amongst stakeholders generated by their
involvement. Hervey and Vanhercke use the example of the Pharma-
ceutical Forum and pharmaceutical governance, in which the involve-
ment of various stakeholders assisted speedy progress of issues that had
previously been rejected in the Pharmaceutical Review, which, as the
name suggests, involved a review of EU governance of the regulation of
pharmaceuticals. Hervey and Vanhercke also identify a key problem
with the EU’s developing governance of health, with repercussions for
activism. The OMC is becoming central to the development of EU
health governance, but it remains largely closed off to civil society inter-
ests at the EU level. Membership is comprised of high-level civil ser-
vants, EU officials, and experts.®®* This provides another example of civ-
il society actors being encouraged, selected, organized, and conditioned
by EU health governance. Civil society involvement helps to provide the
image of input legitimacy for EU health governance, thereby abetting the
dispersal and operation of neoliberal rationalities. This “governing
through freedom” represents the expansion of governing by and for the
EU, which, paradoxically, is made possible by the nominally emancipa-
tory discursive space leveraged open by Community law rights.

178 WALTERS & HAAHR, supra note 21, at 83.
% Hervey & Vanhercke, supra note 10.
180

Id.
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CONCLUSION: TOWARDS A STRATEGY FOR
RENEWING ACTIVISM

This paper explored the potential for active European biological
citizenship in the discursive space opened by Community law rights to
treatment abroad in some circumstances to suggest that EU health gover-
nance discourse undermines activism. It has been suggested in this article
that the Community law rights might be exploited by patients. They
might use the rhetoric of human rights and health to challenge and demo-
cratize the provision of publicly funded health care in the Member States.
In addition, this article also analyzed the few key representative exam-
ples of the discourse on civil society in the health arena and used the ex-
amples of the EPF and the EPHA to suggest that the discursive space
opened by Community law rights is being colonized by EU governance
discourse to foster a neutered or passive form of activism.

A governmentality perspective reveals how the active biological
citizenship being fostered by the EU is the contrary of what it says it
wants: a basis for generating input legitimacy. Analysis of the discourse
of EU health governance reveals the input as tokenistic, a fig leaf that
hardly belies the continued absence of a deeper input by citizens, as well
as the EU’s failure to use and engage in discourse and democratic prac-
tices that truly take its subjects seriously as participants in governance,
rather than mere targets. While the EU has sought to foster civil society,
its governance discourse produces entrepreneurs and eviscerates the pub-
lic sphere, and therefore undermines the capacity to build a basis in so-
ciety that is capable of generating substantial input legitimacy.

Nevertheless, there is always, as Foucault stresses, the potential
for individual and collective actors in civil society to shape EU govern-
mentality through their very engagement, such as in the case of cancer
noted elsewhere in this collection. While it appears that patient activists
have been fairly active in initiating interaction with EU governance in
cancer,™ patient activists seem to be more reactive in the newer context
of the discursive space opened by the Community law rights to receive
treatment abroad.’® This only affirms their passivity in practice. Yet,

181 See Trubek, Nance, & Hervey, supra note 7. Cf. Rose & Novas, supra note 51, at 448-51 (dis-
cussing the organization of AIDS activists).

182 See Mobializing Bias in Europe, supra note 5; The Changing World of European Health Lob-
bies, supra note 5.
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cancer activists are noted as behaving like entrepreneurs, which of course
affirms the organizing potential of neo-liberal EU governance discourse,
with all that implies about the neutering of activism.

How might patients challenge their construction and limitation as
entrepreneurs to become more truly active biocitizens? A discursive
strategy could involve renewed exploitation of the rhetorical aspect of
human rights as well as use of the notion of participation underpinning
republican citizenship discourse.® In deploying these discursive strate-
gies individual and collective activists must actively [sic] and continually
discern and work against the way(s) in which human rights and other as-
pects of EU governance regulate the conduct of their conduct and un-
dermine their activism. In particular, activists must seek to enhance their
representation through actors like the EPF and the EPHA. Yet, being
wary of the potential for elite disengagement and depoliticization in the
latter, activists must also seek to engage with actors throughout the net-
work of relations constituting EU health governance. Activists must also
work against the power effects of expertise in EU governance discourse
(and, for that matter, within collectivities like the EPF and the EPHA),
and they might productively do so through critical observation and a
quest for counter-expertise.”® These can be used to highlight inter alia
occasions when experts are “captured” by powerful economic interests, a
lack of reflection, the lacunae of knowledge, and ever present normative
and ethical issues.™® This paper is a contribution towards enhancing
awareness and transparency of EU health governance, rendering it more
transparent and amenable to proactive engagement by patients, should
they deem it necessary, and wish to engage with and seek to change it.

183 |n a different vein, constitutionalism might be seen as a discourse that has strategic potential for
activism. See Oliver Gerstenberg, Expanding the Constitution Beyond the Court: The Case of
Euro-Constitutionalism, 8 EUR. L. J. 172 (2002). However, its structuring and neutering of civil
society might be deemed too strong. See Emilios Christodoulidis, Constitutional Irresolution:
Law and the Framing of Civil Society, 9 EUR. L. J. 401 (2003).

184 E.g., DIPEx Charity, http://www.dipex.org.uk/ (last visited Mar. 9, 2009).

185 Joerges, supra note 164, at 24.



