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Abstract

Genetics is one sector in which there has been tremendous evolution and progress
over the last few decades. While it is believed that genetics could offer tremendous
opportunities for global health improvement, there is also a fear that existing global

health inequalities will be amplified by the evolution of genetics.

It thus appears necessary to analyse the way current assumptions define what is just
and acceptable with regard to global access and distribution of resources in this field.
Indeed, given the importance of genetics to human health globally, this thesis will
evaluate two principal legal regimes — intellectual property and international human
rights — to determine to which extent they further the goal of distributing the benefits
of these technologies equitably and globally. This evaluation is vital to ensure that
legal regimes assist in ensuring that this promising field develops in a way that
improves global health without leaving the most vulnerable outside of the process.
This dissertation will undertake this complex task by employing and building upon
cosmopolitan liberal theories developed over the few last decades as an extension of

the work of Rawls and Daniels.

A theoretical framework to justify engaging in a global and more equitable
redistribution of benefits produced by genetics is required. Ultimately, our analysis
will produce strong normative benchmarks based on justice considerations for
engaging in a global and more equitable redistribution of the benefits likely to emerge
from genetic science. Universal consideration of all human beings, importance of
health needs, normal functioning and equality of opportunities are some of the
notions that will be analysed to construct this framework. We will then attempt to
determine how and if this theory of distribution translates into positive law and to
identify and analyse the main obstacles to legal compliance with global distributive
justice. We will assess two main international normative systems: intellectual

property law and human rights law to determine if their underlying philosophy,
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structure, and functioning take account of the principles highlighted in our theoretical

framework and how underlying politics and economics matter.

This will set out a basis for further discussion on how we could work around some
of the major obstacles identified throughout our analysis. It will also help us move
from the vague and often symbolic ideal of benefit sharing actually prevailing toward
the establishment of a real, enforceable concept of global benefit sharing in health

that would position genetics at the rank of essential tool for achieving global health.
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Sommaire

La génétique est une science fort prometteuse en général et qui pourrait
vraisemblablement étre trés utile pour répondre aux besoins des pays en
développement dans le futur si elle leur était accessible. Cependant, plusieurs
craignent que les inégalités globales existant déja en santé pourraient €tre amplifiées

par I’évolution de la génétique.

C’est pourquoi il est essentiel d’analyser ce qui apparait juste et acceptable en termes
d’acces et de distribution dans ce domaine. Cette these se veut une contribution au
débat sur la division génétique (genetic divide). En effet, face a ’importance que
pourrait prendre la génétique au niveau global, nous évaluons deux importants
régimes légaux — le droit de la propriété intellectuelle et le droit international de la
personne- afin de déterminer s’ils encouragent une distribution équitable des
bénéfices émergeant de la génétique. En effet, face a I'influence énorme du marché
sur les problématiques d’acces et de distribution et confrontée aux lacunes normatives
du populaire concept de partage des bénéfices, il est crucial d’analyser ces
problématiques différemment, dans une perspective qui vise a remédier aux injustices
globales dans le domaine de la santé généralement et de la génétique plus
particulierement. Cette thése entreprend cette tiche complexe en s’appuyant sur une
théorie de justice distributive cosmopolitaine en santé, développée, en partie, par

Rawls et Daniels.

Pour ce faire, 1’élaboration d’un cadre théorique qui justifie la redistribution globale
et plus équitable des ressources produites par la génétique est essentielle. La
considération universelle des étres humains, I’importance spécifique de la santé et de
la génétique comme €léments essentiels au fonctionnement normal des individus,
I’égalité des opportunités sont quelques unes des notions que nous analyserons pour
I’élaboration de ce cadre théorique. Nous évaluerons ensuite comment ces principes
de justice distributive globale en santé sont transposés en droit positif, s’ils le sont, et

quels sont les principaux obstacles a 1’application globale des ces principes. Pour ce
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faire, nous évaluerons leur compatibilité avec deux importants systémes normatifs
internationaux: le droit de la propriété intellectuelle et les droits de la personne afin
de déterminer si leur philosophie inhérente, leur structure et leur fonctionnement
tiennent compte des principes fondamentaux de notre cadre théorique. Nous

analyserons aussi le role des facteurs politiques et économiques dans ce contexte.

Cette étude nous permettra d’établir les bases solides nécessaires pour entreprendre
d’autres études, dans I’avenir, sur les stratégies politiques possibles pour contourner
les obstacles identifiés & I’occasion de notre analyse. Nous serons aussi 8 méme de
rejeter la traditionnelle notion vague et symbolique de partage des bénéfices en santé
pour la remplacer par un concept solide et complet qui élévera la génétique au rang

d’outil essentiel pour ’amélioration de la santé globale.
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Introduction

Of all forms of inequality, injustice in health
care is the most shocking and inhumane.

Martin Luther King, i)

The Global Health Challenge

Today’s world is characterised by a disturbing reality: on one hand, there is
remarkable and ongoing technological progress in various spheres of activity
while, on the other, the substantial gap existing between the world’s rich and its
poor constantly deepens. Indeed, despite our impressive state of knowledge,
innovation, and development, at least one billion individuals continue to fight for
their daily survival and more than two billion others live in acute poverty, on less
than $2 a day.” Such extreme poverty engenders terrible consequences, such as
widespread infant mortality and adult premature deaths, severe malnutrition, and
lack of access to basic necessities such as drinkable water, basic sanitation,

shelter, and health care.’> All UN Member States acknowledged the seriousness of

" Quoted in L. Sheremeta & B.M. Knoppers, “Beyond the Rhetoric: Population Genetics and Benefit-
Sharing” (Annual 2003) 11 Health Law Journal 89.

? S R.Benatar, “A Perspective from Africa on Human Rights and Genetic Engineering” in R. Dawkins,
The Genetic Revolution and Human Rights (Oxford: Oxford University Press, 1999) 159; L. London,
“Human Rights and Public Health: Dichotomies or Synergies in Developing Countries? Examining the
Case of HIV in South Africa” (Winter 2002) 30:4 The Journal of Law, Medicine & Ethics 677; A.J.
McMichael & R. Beaglehole, “The Changing Global Context of Public Health” (2000) 356 Lancet
495; K. Heggenhoughen, “Are the Marginalised the Slag-Heap of Economic Growth and
Globalization? Disparity, Health and Human Rights” (1999) 4 Health and Human Rights 205.

* Pogge reports that, every day, 50 000 people die from poverty-related causes such as starvation,
tuberculosis, malaria, and diarrhoea, and that even if those conditions affect 20% of the world
population, they receive only 0.3% of all research funds: T. W. Pogge, “Human Rights and Global
Health: A Research Program” (2005) 36:1/2 Metaphilosophy 182, at 197; T.W. Pogge, “Recognized
and Violated by International Law: The Human Rights of the Global Poor” (2005) 18:4 Leiden Journal
of International Law 717; see also UN Development Programme, Human Development Report 2004
(New York: Oxford University Press, 2004), at 129-130; S. Chen & M. Ravallion, “How Have the
World's Poorest Fared since the Early 1980s?” (2004) World Bank Research Observer 153; UNICEF,
The State of the World's Children 2005 (New York: UNICEF, 2005).



the situation in September 2000 when they adopted the United Nations Millennium
Declaration that included commitments to encourage development, decrease poverty,

and improve people’s living conditions and health by 201 5.4

One of the greatest enduring problems in the world is the major disease burden
affecting a large portion of the world population. The most important and serious
health variations between individuals are not, for the most part, associated with
biological and genetic determinants but with patterns of resources distribution.’
Indeed, poverty is one of the main determinants of health deficits, and wealth and
power often have a direct positive impact on health.® Health is directly influenced by
many factors including health research investment and availability of financial,
material, and human resources, which differ greatly across socio-economic groups
and countries.” In other words, access to essential medicines and medical knowledge,
services, and technology is essential to human health but unfortunately remains out of

reach for a majority of people, a situation that creates significant disparities in health.?

The impact of economic inequality on people’s health can be observed both within
and between countries and depends on various factors including governmental
resources and priorities and the availability and affordability of universal or private
health insurance coverage. Even if we acknowledge the importance and seriousness
of health inequities arising at the national level, our dissertation will focus on the

growing global health divide between populations of the nations of the North and

4 UN General Assembly Resolution, United Nations Millennium Declaration, September 2000,
A/RES/55/2, online on the UN website, <http://www.un.org/millennium/declaration/ares552e.pdf>
(accessed May 20™, 2006).

> A. K. Acharya, “Toward Establishing a Universal Basic Health Norm” (2004) 18:3 Ethics and
International Affairs 65; B. G. Link et al., “Social Epidemiology and the Fundamental Cause Concept:
on the Structuring of Effective Cancer Screens by Socioeconomic Status” (1998) 76 Milbank
Quarterly 375.

®D. Willison & S. M. Macleod, “Patenting of Genetic Material: are the Benefits to Society Being
Realised?” (2006) 167:3 Canadian Medical Association Journal 259.

7 Indeed, this reality has been called the 10/90 gap, where 90% of all health research gets dedicated to
the most affluent 10% of the world. For more on this, refer to E. Dowdeswell, A.S. Daar & P.A.
Singer, “Bridging the Genomics Divide” (2003) 9 Global Governance 1.

® World Health Organization, World Health Report 1999: Making a Difference in People’s Lives:
Achievements and Challenges, Geneva, 1999; T. Evans et al., Challenging Inequities in Health:
From Ethics to Action (New York: Oxford University Press, 2000).




South’ and on the possibility that this divide will be aggravated by the introduction of

genetic technologies aimed at health improvement.

Genetics is one sector in which there has been tremendous evolution and progress
over the last few decades. While it is believed that genetics could offer tremendous
opportunities for global health improvement and play an important role in meeting
the UN Millennium Development Goals (MDGs) as we will discuss below, there is
also a fear that existing global health inequalities will be amplified by the evolution
of genetics. Such a divide already exists in numerous vital health-related spheres such
as nutrition, water, labour, and the environment. Genetics is only one among many
spheres in which we are likely to continue being confronted with gross inequalities in
health. Indeed, this dissertation follows the multi-causal conception of health under
which health is influenced by biological, social, economic, psychological,
environmental, and genetic factors. Therefore, biology and genetics are only a few
among many determinants of health. In this sense, this dissertation does not provide
a complete picture of global health problems and inequalities but instead focuses on
one important sphere of activity and on how it can be harnessed and developed to

improve global health: genetics in health care.

Given the importance of genetics to human health globally (as discussed below), this
thesis will evaluate two principal legal regimes — intellectual property and
international human rights — to determine to which extent they further the goal of
distributing the benefits of these technologies equitably and globally. This evaluation

is vital to ensure that legal regimes assist in ensuring that this promising field

® We acknowledge that different developing countries are at varying stages of development and that
some of the issues they face might be different depending on the country. The Economic and Social
Council of the United Nations has identified some countries with the label “least developed countries”
based on different criteria such as low income, human resources weakness, and economic
vulnerability. Other countries not part of this latter category are nevertheless characterised as
developing countries given their level of development and a plethora of different socio-economic,
demographic, and political factors. For the purposes of this dissertation, we adopt an inclusive notion
of developing countries, taking different degrees of poverty, lack of resources, and health access
problems as our general benchmark. All through our dissertation, the expression “developing nations”
or “developing world” should therefore be read to include a range of countries, mostly southern, in
need of more health resources, including the least developed ones as well as those who are at a
medium level of development.



develops in a way that improves global health without leaving the most vulnerable
outside of the process. Such an investigation has not, so far, been developed at length
with respect to the field of health and genetics. This dissertation will undertake this
complex task by employing and building upon cosmopolitan liberal theories of
distributive justice developed over the few last decades as an extension of the work of
Rawls and Daniels. Our study will lead to the conclusion that, as presently
implemented, neither intellectual property nor international human rights offer
assurance that the benefits of health-related genetics research will be distributed

equitably.

To set the grounds for this analysis, we first need to say more on the science of
genetics and to indicate how we intend to use and circumscribe this concept for the
purpose of this dissertation. We will then say a few words on the potential of genetics
for solving global health issues, discuss the widely used concept of benefit-sharing as

applied to this area and present a brief structure of the dissertation.

Specificity of Genetic Research and Information

Few developments in science have had the
impact on society, institutions, laws, and health
care that genetics is having and, undoubtedly,
will continue to have."

In less than fifteen years, our understanding of genetics has evolved considerably in
various areas such as agriculture, biodiversity, traditional knowledge, biomedical

research, and medical applications.'' In the field of human genetics, we went from

'J. P. Hinojosa, “The Human Genome, Property of All: Opportunities Under the ALRC Inquiry into
Gene Patenting and Human Health” (2004) 26 Syndey Law Review 447, at 448.

" Indeed, some genetic resources are already used for agriculture, medicine, and industrial
development both in developed and developing countries. However, since this dissertation focusses on
the global medical promises of human genetics and the distribution arising from the development of
genetics at this level of activity, it is beyond its scope to address, in detail, the fields of agriculture,
plant genetics, and traditional knowledge. We are, however, aware that many issues addressed here
also find application in other genetics-related sectors of crucial importance for human health.



knowing very little of the particulars of biological genetics to a situation where a
tremendous amount of information about the structure of individual genes is
discovered daily.'? Three years ago, Nature and Science published two series of
articles highlighting the great potential of genetics and the need to do much more in
terms of discovery and analysis of gene and protein functions, interactions, and their
role in diseases, conditions, and reactions.'® If successful, these initiatives will
provide the basis and the tools necessary for developing promising new therapeutic
approaches and techniques with the potential to prevent, screen, and cure very serious

diseases. Scientists thus face numerous and exciting challenges in this area."*

Genetic factors play some role in almost all human diseases. These factors either
confer susceptibility, resistance or influence individuals’ interactions with their
environment. For many years, genetics has been critical in revealing the cause of
certain monogenic diseases.'> However, things become more difficult when we try to
establish connections between individual genotypes and complex diseases involving

many genes and environmental factors like, for example, hypertension, cancer, or

">The Human Genome Project (HGP) was launched in the early 1990s to “determine the complete
sequence of the three billion DNA (molecules encoding genetic information) subunits (bases), identify
all human genes, and make them accessible for further biological study”. It marked the beginning of a
new age in science. In June 2000, Francis Collins from the HGP and Craig Venter from Celera
Genomics simultaneously announced the completion of a first working draft of the human genome
sequence, and in February 2001, both groups published their initial draft map independently. This
sequencing disclosed much information on the number of human genes (about 30 000 instead of the
first estimated 80 000-100 000) and their composition, and helped to identify many other interesting
biological mutations, including more than two million genetic variations (single nucleotide
polymorphisms : SNPs). For a few references on the development of genetics see: L. Peltonen & V. A.
Mckusick, “Dissecting Human Disease in the Postgenomic Era” (16 Feb. 2001) 291:5507 Science
1224; Human Genome Project Information, Frequently Asked Questions, on line on the HGP website
<http://www.ornl.gov/sci/techresources/Human_Genome/faq/fags].shtml> (accessed March 3™, 2006);
The White House, President Clinton Announces the Completion of the First Survey of the Entire
Human Genome, 25 June 2000; J.C.Venter et al., “The Sequence of the Human Genome” (Feb. 16,
2001) 291:5507 Science 1304; International Human Genome Sequencing Consortium, “Initial
Sequencing and Analysis of the Human Genome” ( Feb. 15, 2001) 409 Nature 860.

BF.S. Collins, M. Morgan & A. Patrinos “The Human Genome Project: Lessons from Large-Scale
Biology” (April 11, 2003) 300: 5617 Science 286; M. E. Frazier et al., “Realizing the Potential of the
Genome Revolution: The Genomes to Life Program” (Apr 11, 2003) 300: 5617 Science 290; F. S.
Collins et al., “A Vision for the Future of Genomics Research” (April 24, 2003) 422 Nature 835; S. B.
Carroll, “Genetics and the Making of Homo sapiens” (April 24, 2003) 422 Nature 849; J. Arnold & N.
Hilton “Genome Sequencing: Revelations from a Bread Mould” (April 24, 2003) 422 Nature 821.

'““B. Albert & A. Klug, “The Human Genome Itself Must be Freely Available to all Humankind”
{March 23, 2000) 404 Nature 325.

> B. E. Bihai et al., “Génomique, Promesses et Réalités” (16 janvier 2000) 16:1 Médecine/Sciences
17; A. D. Roses, «Pharmacogenetics and the Practice of Medicine», (15 June 2000) 405 Nature 857.




schizophrenia.'® This is where genomics, the “study of genes and their function,””

becomes extremely useful and important. It allows broad analysis of numerous genes
simultaneously to obtain a better idea of how they interact with one another and
become expressed in specific cell types.'® Attention is increasingly focussed on using
a combination of genetics, genomics and cutting edge software tools to develop
“sophisticated microarray technologies” that could be used in the future to screen for
complex diseases and achieve better cellular and molecular understanding of those
conditions.'® In this dissertation, we understand the science of genetics in a broad
sense, as an entire field of activity that includes the interaction between functional
genomics, new computational analytical methods, proteomics, traditional genetic
testing and screening techniques, and the understanding and conversion of the data
emerging from this research into practical and useful applications to improve global

health.

' N.A. Holtzman & T.M. Marteau, “Will Genetics Revolutionize Medicine” (July 13, 2000) 343:2 The
New England Journal of Medicine 141.

"7 Human Genome Project Information, Genome Glossary, on line on the HGP website,
<l;ttp://www.om].gov/sci/techresources/Human Genome/glossary/glossary _g.shtml> (accessed March
3, 2006)

18 M.J. Khouri, “Genetics and Genomics in Practice: The Continuum From Genetic Disease to Genetic
Information in Health and Disease” (July-August 2003) 5:4 Genetic Medicine 261, R. Service,
“Genetics and Medicine: Recruiting Genes, Proteins for a Revolution in Diagnostics” (April 11, 2003)
300:5617 Science 236; A.E. Guttmacher & F.S.Collins “Genomic Medicine—a Primer” (November 7™
2002) 347:19 New England Journal of Medicine 1512; M. Mowzoon, “Access Versus Incentive:
Balancing Policies in Genetic Patents” (2003) 35 Ariz. St. L.J. 1077.

' Up to now, numerous polymorphisms influencing how one responds to and metabolises certain
drugs have been identified with novel sequencing and bioinformatics methods. Also, new vaccines
arising from pathogen DNA are being developed and progress has been made in understanding cancer
mechanisms with research in genetics. Indeed, the most important mutations have been identified in a
family of “cellular oncogenes,” and the next step is now to find the specific genes associated with the
more common cancers with wide genomics investigations. WHO, Genetics, Genomics and the
Patenting of DNA : Review of Potential Implications for Health in Developing Countries, Geneva,
2005, online on the WHO website, <http://www.who.int/genomics/FullReport.pdf> (accessed
February 23", 2006); B. R Bloom & D. D. Trach, “Genetics and Developing Countries” (April 28,
2001) 322:7293 British Medical Journal 1006; J.A. Roberston, “The $1000 Genome: Ethical and
Legal Issues in Whole Genome Sequencing of Individuals” (2003) 3:3 The American Journal of
Bioethics W 35; W.E. Evans & J. A. Johnson, Pharmacogenomics: The Inherited basis for
Interindividual Differences in Drug Response (2001) 2 Annu. Rev. Genomics Hum. Genet. 9; D.M.
Livingston & R. Shivdasani, “Towards Mechanism-Based Cancer Care” (2001) 285 Journal of the
American Medical Association 588.




A very simple definition of human genetics is the “study of inheritance patterns of
specific traits.”?® It can be used for different purposes, broadly classified into two
categories: enhancement, on the one hand, and prevention and treatment, on the other.
In this dissertation, we focus on the application of genetics for the second aim.
Indeed, for the purposes of this dissertation, we will concentrate on those aspects of
health that are common to all individuals. This universal perspective is therefore not
adjustable to personal circumstances and does not vary with each individual’s
perception and preferences. We will focus on universal and objective human health
needs, leaving questions pertaining to the enhancement of otherwise normal traits to
others.?! This definition of health thus relates to normal functioning as opposed to a
perfectionist conception of healthy human beings, where normal functioning is the
objective capacity of individuals to take advantage of a reasonable range of
opportunities. For the purposes of this dissertation, genetics therefore represents one
tool among many to satisfy essential medical needs and to help bring individuals to a

universal minimal health level under which they can expect a “decent” life.

The development of human genetics touches on many dimensions of human life,
giving rise to a variety of normative concerns and provoking a number of reactions
from decision-making authorities. In this thesis, we concentrate on the global human

health and medical dimensions of genetic research.” Because genetics is a relatively

? Human Genome Project Information, Genome Glossary, on line on the HGP website,
<l;ttp://www.0ml.qov/sci/techresources/Human Genome/glossary/glossary_g.shtml> (accessed March
3™, 2006)

2! For more on the role of genetics in enhancement, we refer the reader to: J. Hudson, “What Kinds of
People Should we Create?” (2000) 17:2 J Appl Philos 131; A. Newson & R. Williamson, “Should we
Undertake Genetic Research on Intelligence?” (1999) 13:3/4 Bioethics 327; D. Shickle, “Are "Genetic
Enhancements” Really Enhancements?” (2000) 9:3 Camb Q Healthc Ethics 342; L. B. Andrews,
Future Perfect (New York: Columbia University Press, 2001); A. Buchanan et al,, From Chance to
Choice: Genetics and Justice (Cambridge: Cambridge University Press, 2000); D.S. David, Genetic
Dilemmas (New York: Routledge, 2001); J. G. Palmer & W. LeRoy, The Ethics of Human Gene
Therapy (New York: Oxford University Press, 1997); T. Peters, Playing God: Genetic Determinism
and Human Freedom (New York: Routledge, 1997); P. Braude et al., “Preimplantation Genetic
Diagnosis” (Dec. 2002) 3:12 Nature Review Genetics 941; J. Tsien et al., “Genetic Enhancement of
Learning and Memory in Mice” (September 2, 1999) 401 Nature 63.

22 Other widely discussed characteristics of research and clinical applications of genetics relate to its
potential for revealing important personal and familial health information. This raises important issues,
including confidentiality of data, consent of patients and research subjects, access and disclosure of
medical information to family members and third parties, and potential for discrimination. Although
very interesting, those issues will not be addressed in our dissertation. For more on the personal




new and evolving field, it is important to examine its social implications globally
and to lay the basis for developing preventive and corrective measures that address
inequalities among countries, encourage efforts to reduce those inequalities, and build
safeguards for investment and research. Moreover, the strong presence of the private
sector in this area and its growing focus on profit-making call for special attention to

the issues of health priorities, benefit-sharing, and the distribution of resources.”

Influence of Genetics on Global Health

Even if genetic innovation has mainly occurred in the developed world because the
development of genetics requires high capital investment, cutting edge technology,
and well-equipped infrastructure, this does not mean that genetics does not have the
potential to help the less affluent. In 2001, the former director general of the
World Health Organisation, Gro Harlem Brundtland, stated: “[w]e have started
to examine the implications of advances in genomics and other critical areas of
biotechnology. They clearly have huge potential for improving human
health.”** Recent studies also reveal that human genetics offers a number of targetted

possibilities for improving health in the developing world such as through the use of

dimension of genetics refer to T. Lemke, “Beyond Genetic Discrimination. Problems and Perspectives
of a Contested Notion” (2005) 1:3 Genomics, Society and Policy 22; J. Sorenson & J. Botkin, eds.,
“Genetic Testing and the Family” (2003) 119C American Journal of Medical Genetics Pan G
Seminars in Medical Genetics 1; American Society of Human Genetics, “Professional Disclosure of
Familial Genetic Information” (Feb. 1998) 62:2 American Journal of Human Genetics 474; E.
Boetzkes, “Genetic Knowledge and Third-Party Interests” (Summer 1999) 8:4 Camb Q Healthc Ethics
386; C. G. Thomas, Vulnerable Subjects: Ethics and Life Writing (Ithaca: Cornell University Press,
2004); R. Rhodes, “Genetic Links, Family Ties, and Social Bonds: Rights and Responsibilities in the
Face of Genetic Knowledge” (Feb. 1998) 23:1 Journal of Medicine and Philosophy 10.

Z T. Caulfield, “Sustainability and the Balancing of the Health Care and Innovation Agendas: The
Commercialization of Genetic Research” (2003) 66 Sask. L. Rev. 629; D. Nelkin & L. Andrews,
“Homo Economicus: Commercialization of Body Tissue in the Age of Biotechnology” (1998) 28:5
Hastings Center Report 30; A. Persidis, “The Business of Pharmacogenomics” (February 1998) 16:2
Nature Biotechnology 209.

*'Address by Dr Gro Harlem Brundtland, Director-General to the Fifty-fourth World Health Assembly,
Bridging the Health Divide: The Way Forward, May 14, 2001, online on the WHO website,
<w}va.who.int/director-genera]/speeches/2001/en2]ish/20010514 whaS4.html> (accessed February
26", 2006).




molecular diagnosis for better management and screening of infectious, non-

infectious and parasitic diseases, and through new drug and vaccine development.”®

For example, genomics can be used in research to understand the variability in patient
reactions to infectious diseases®® and to develop new approaches to treatment and
vaccine developmen‘[.27 A DNA-based AIDS vaccine designed specifically for Africa
has already been developed and is being tested in clinical trials, while a candidate
vaccine for the main malaria type found in India was recently identified through a
collaborative research effort.”® There is also new evidence to suggest that the study,
manipulation, and analysis of pathogen vectors and genomes can lead to crucial
information for the establishment of preventive and therapeutic initiatives aimed at
controlling significant diseases such as malaria, tuberculosis, and HIV/AIDS.” For

example, in October 2002, the sequence of the two parasites and the mosquito carrier

2 University of Toronto Joint Centre for Bioethics, Top 10 Biotechnologies for Improving Health in
Developing Countries, Toronto, 2002; WHO, The Advisory Committee on Health Research of the
World Health Organization, Genomics and World Health, Geneva, 2002, online on the WHO website,
<http://www3.who.int/whosis/genomics/pdf/genomics_report.pdf> (accessed March 4™, 2006), on
concrete possibilities for the development of new vaccines, diagnostics, and therapeutic tools, refer
especially to section 2 and 3; A.S. Daar et al., “Top Ten Biotechnologies For Improving Health In
Developing Countries” (October 2002) 32 Nature Genetics 269 this study identifies the ten most
promising biotechnologies for improving health in developing countries in the next decade. Out of ten,
six are directly or indirectly related to genetics; see also T. Ogundiran, "Africa Must Come on Board
the Genomics Bandwagon" (2005) 1:3 Genomics, Society and Policy 66; P. A. Singer & A. S. Daar,
“Harnessing Genomics and Biotechnology to Improve Global Health Equity”, (October 5, 2001) 294
Science 87; A. Buchanan, Justice, Legitimacy and Self-Determination, Moral Foundations for
International Law (Oxford: Oxford University Press, 2004) Chap 4, 191; 1. Wickelgren, “Heart
Disease: Gene Suggests Asthma Drugs may Ease Cardiovascular Inflammation” (February 13, 2004)
303:5660 Science 941; V. Brower, “Tackling the most Difficult Diseases: Genetics and Genomics
Open New Strategies to Fight Vector-Borne Diseases” (October 2001) 2:10 EMBO Reports 875.

% For an example on the variability of patients’ responses to HIV drugs in West Africa, see H. Jomaa,
et al., “Inhibitors of the Nonmevalonate Pathway of Isoprenoid Biosynthesis as Antimalarial Drugs”
(1999) 285 Science 1573.

271.M. Orme, D.N. McMurray & J.T. Belisle, “Tuberculosis Vaccine Development: Recent Progress”
(2001) 9 Trends in Microbiology 115; K.A. Bojang et al., “Efficacy of RTS,S/ASO2 Malaria Vaccine
Against Plasmodium Falciparum Infection in Semi-Immune Adult Men in The Gambia: a Randomised
Trial” (2001) 358 Lancet 1927; WHO, supra note 25, at 51.

8 For more details on those initiatives, refer to P. A.Singer and A. S. Daar, supra note 25

% L. Stein, “Genome Annotation: from Sequence to Biology” (2001) 2 Nature Reviews Genetics 493;
S. P. Verma, “Malaria Genome Project and its Impact on Disease” (March-June 2003) 40:1/2 Journal
of Vector Borne Diseases 9; WHO, supra note 25; M. Enserink, “Two New Steps Towards a “Better
Mosquito” (2000) 293 Science 2370; E. Dowdeswell, A.S. Daar and P.A. Singer, supra note 7.




responsible for most cases of malaria was published as a first step toward developing

a new class of anti-malarial drugs and vaccines.*

Moreover, in the clinical setting, genetic testing can be used to address the specific
health needs of the developing world’s populations. Genetic testing is performed by
analysing information contained in an individual’s DNA once that DNA has been
isolated or copied. In general, genetic testing involves analysing individuals’ DNA
for various purposes such as screening for genetic abnormalities before birth,
confirming a disease diagnosis, and identifying individuals more susceptible to
diseases because of the genetic variations they carry.’’ Numerous existing genetic
services could be beneficial in the developing world where non-communicable
diseases “are now the leading cause of death [...] and their prevalence is expected to
rise significantly in the next several decades.”” Indeed, a number of severe and life-
threatening non-communicable diseases with a strong genetic component could likely
be prevented, recognised, diagnosed, and treated in the future if safe and efficient

genetic-predisposition testing were made available.”® Such preventive strategies could

3% H.Thorsteinsdottir et als. “Genomics—a Global Public Good?” (March 15, 2003) 361:9361 The
Lancet 891; M.J. Gardner et al.,, “Genome Sequence of the Human Malaria Parasite Plasmodium
Falciparm” (2002) 419 Nature 498; J.M. Carlton et al., “Genome Sequence and Comparative Analysis
of the Model Rodent Malaria Parasite Plasmodium Yoelii Yoelii” (2002) 419 Nature 512; R.A. Holt et
al. “The Genome Sequence of the Malaria Mosquito Anopheles Gambiae” (2002) 298 Science 129; H.
Jomaa, et al., Inhibitors of the Nonmevalonate Pathway of Isoprenoid Biosynthesis as Antimalarial
Drugs (1999) 285 Science 1573.

' A. Alwan & B. Modell, “Opinion: Recommendations for Introducing Genetics Services in
Developing Countries” (Jan. 2003) 4:1 Nat Rev Genet. 61.

32 University of Toronto Joint Centre for Bioethics, supra note 25, at 59-60; D.G. Richards,
Intellectual Property Rights and Global Capitalism, The Political Economy of the TRIPS Agreement
(London: M.E. Sharpe, 2004) c. 6, 141.

* For example, the application of diagnostic measures that use DNA analysis to identify genetic
carriers or diseases could be very helpful to screen for red blood cell disorders like thalassaemia and
sickle cell disorders (very common in developing countries) and inform carriers of the risk to their
health and their offspring’s health. Another example is prenatal diagnosis, which has been found to be
useful in the identification of sickle cell anaemia, a very serious condition associated with a high
ievel of mortality and morbidity. Access to this measure would be of particular interest to allow
preventive action in West Africa where almost 25% of the population are sickle cell carriers.
Early molecular diagnosis and neonatal screening for Cystic Fibrosis (CF) is a third example of
preventive genetic medicine that could be of great value for the developing world. In Brazil, where
there is a high incidence of CF, it is not rare that persons afflicted with the disease die undiagnosed.
Therefore, basic genetic testing could be extremely useful in Brazil and other countries with similar
rates of CF, especially for lower-income families. However, for now, those existing diagnostic tools do
not reach the bulk of the world’s population who need it the most, particularly those living in remote
rural areas of developing countries. A. Alwan & B. Modell, Community Control of Genetic and

10



be especially beneficial in addressing situations where neither individuals nor

governments are able to pay for costly and lengthy treatments.**

Nevertheless, the science of genetics has some limits. As stated above, most diseases,
even some Mendelian “single gene disorders™ are caused by a variety of factors and
by complex interactions between genes and the environment.>® In response to the
growing enthusiasm for the genetic revolution, some observers suggest that the
excitement surrounding genetics is, at times, over-stated and that excess of optimism
should be moderated.* There are still many technological and statistical obstacles to
overcome in linking phenotypes to genetic markers, and some believe that progress
will take significantly more time.>’ Further, clinical applications of genetic

knowledge sometimes remain limited, even when much information is available.*®

Congenital Disorders, EMRO Technical Publications, Series 24, World Health Organization, Regional
Office for the Eastern Mediterranean, Cairo, 1997; 1.C. Verma et al., “Genetic Counselling and
Prenatal Diagnosis in India - Experience at Sir Ganga Ram Hospital” (April 2003) 70:4 Indian J
Pediatr  293.; WHO, Guidelines for Control of Haemoglobin Disorders. Geneva, 1994,
WHO/HDP/HB/GL/94.1; WHO, supra note 25, at 81-84; T.A. Adewole et al. “Application of
Polymerase Chain Reaction to the Prenatal Diagnosis of Sickle Cell Anaemia in Nigeria” (July-Sep
1999) 18:3 West Afr J Med. 160; C. Streit et al., “CFTR gene: Molecular Analysis in Patients from
South-Brazil’ (2003) 78 Molecular Genetics and Metabolism 259; M. Petrou & B. Modell, “Prenatal
Screening for Haemoglobin Disorders” (1995) 15 Prenat. Diagn 1275; B. R. Bloom & D. D. Trach,
supra note 19, at 1008.

33 C. Streit et al., “CFTR gene: Molecular Analysis in Patients from South-Brazil’ (2003) 78 Molecular
Genetics and Metabolism 259.

*A. Alwan & B. Modell, supra note 31, at 62.

33 J. Alper, “Genetic Complexity in Human Disease and Behavior” in J. Alper et al., eds., The Double-
Edged Helix: Social Implications of Genetics in a Diverse World (Baltimore: Johns Hopkins
University Press, 2002) 17; E. T Juengst “FACE Facts: Why Human Genetics Will Always Provoke
Bioethics” (Summer 2004) 32:2 The Journal of Law, Medicine & Ethics 26.

3 T.M. Bubela & T. Caulfield, “Media Representations of Genetic Research” in E.F. Einsiedel & F.
Timmermans, eds, Crossing Over. Genomics in the Public Arena. (Calgary: University of Calgary
Press, 2005); T.M. Bubela & T. Caulfield, “Does the Print Media Hype Genetic Research?: A
Comparison of Newspaper Stories and Peer Reviewed Research Papers” (2004) 170:9 Canadian
Medical Association Journal 1399; S. Jones, Genetics in Medicine: Real Promises, Unreal
Expectations: One Scientist’s Advice to Policymakers in the United Kengdom and the United States
(London: Milbank Memorial Fund, 2000); L. B. Andrews, "Past as Prologue: Sobering Thoughts on
Genetic Enthusiasm" (1997) 27 Seton Hall L. Rev. 893

37 1. Altmuller et al., “Genomewide Scans of Complex Human Diseases: True Linkage is Hard to Find®
(2001) 69 American Journal of Human Genetics 936; D.S. Roos, “Bioinformatics — Trying to Swim in
a Sea of Data” (2001) 291 Science 1260.

33 B. R. Bloom & D. D. Trach, supra note 19, at 1008; N. Holtzman, “Will Genetics Revolutionize
Medicine?” (2000) 343 New England Journal of Medicine 141.
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One must therefore come to this subject by realising that people working in genetics
are still in the early phase of understanding the complexity of gene interactions.
Nevertheless, significant progress has been made in a very short time. There are many
signs that valuable technological development will continue to take place and that
genetics will have an important preventive and therapeutic role to play in future
health care and medical practice.* Therefore, for the purposes of this dissertation, we
will focus on the positive impact that genetics is likely to have on global health in the
future. In other words, although we realise that it might take many more years and
significant investment to get to a point where genetics can fully deliver on its
promises, we will focuss on the progress already made, starting from the premise that
it is only a matter of time before technical challenges are overcome and genetic

research can create greater benefits for the delivery of health care.*’

Consequently, given the fact that genetics is a very promising field for helping to
improve global health—and considering that it has not, up to now, been developed
with this focus but in the context of commercial and profit motivations—we consider
it essential to discuss how the field’s emerging benefits (knowledge, expertise,
research tools, products and services, and profits) should be distributed on the global
scene in the future.!' There are a plethora of normative, socio-economic and political
obstacles to more equitable distribution of health related benefits and we will address
some of these in the course of this dissertation. However, before we go any further, it
is important to say a few words on the concept of benefit sharing used more and more

as a response to the widening global health divide, especially in the field of genetics.

¥ F.S. Collins et al., supra note 13 ; J.A. Robertson, supra note 19 ; A.E. Guttmacher & F.S. Collins,
supra note 18; H. Varmus, “Getting Ready for Gene-Based Medicine” (2002) 247 N Eng J Med 1526.
WHO, The Advisory Committee on Health Research of the World Health Organization, Genomics
and World Health, Geneva, 2002, online on the WHO website,
<http://www3.who.int/whosis/genomics/pdf/genomics_report.pdf> (accessed March 4%, 2006)

“' B. R Bloom & D. Duc Trach, “Genetics and Developing Countries” (April 28, 2001) 322 BMJ 1006.
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Benefit sharing

The expression benefit sharing is used broadly in relation to biodiversity, traditional
knowledge, and human genetic research to indicate that some of the benefits
(economic or social) arising from these fields should be shared with those from whom
the goods or knowledge originated.42 For example, the Human Genome Organisation
(HUGO) issued a statement in 2000 calling for the sharing of certain benefits arising
from the commercialisation of genetic inventions with the populations or
communities from which samples originated.*’ Generally, benefit-sharing obligations
arise from two different situations: as a consequence of specific transactions with
research participants and contributors, or as a result of a norm that the good in

question ought to be used for the general benefit of all humanity.**

The first and most popular application of this obligation involves sharing the benefits
of research with the contributors of genetic resources based on a concern for justice.
Increasingly, laws, regulations, and guidelines promote ethical standards requiring
researchers to share benefits with research participants and resource contributors

when using the latter’s traditional knowledge, biodiversity resources, and human

“’For example, one of the main objectives of the Convention on Biological Diversity (CBD) is the fair
and equitable sharing of benefits arising from the knowledge deriving from biological diversity. The
Bonn Guidelines on access to genetic resources and fair and equitable sharing adopted in April 2002
provide a strategy for the access and benefit sharing process and the Food and Agriculture
Organization (FAO) Conference approved the International Treaty on Plani Genetic Resources for
Food and Agriculture (ITPGRFA), which entered into force in June 2004 and by which contracting
parties will provide easier access to identified genetic resources through a unique Multilateral Material
Transfer Agreement. For reference to those legal documents, see: Convention on Biological Diversity,
Rio de Janeiro, June 5, 1992, online: <http://www.biodiv.org/doc/legal/cbd-en.pdf,> (accessed June
4™ 2006); Sixth Meeting of the Conference of the Parties to the Convention on Biological Diversity,
Decision V1/24, Access and Benefit-Sharing as related to genetic resources, April 2002, the Hague,
online: <http://www.biodiv.org/decisions/default.asp?m=cop-06&d=24> (accessed June 4%, 2006);
Sixth Meeting of the Conference of the Parties to the Convention on Biological Diversity, Decision
V1/24, Access and Benefit-Sharing as related to genetic resources, April 2002, the Hague, online:
<http://www biodiv.org/decisions/default.asp?m=cop-06&d=24> (accessed June 4™ 2006); FAO,
International Treaty on Plant Genetic Resources for Food and Agriculture, November 2001,

online: <ftp://ext-ftp.fao.org/ag/cgrfa/it/ITPGRe.pdf>; For an interesting discussion on the concept of
benefit sharing as applied to human genetics, see: K. Simm, “Benefit-Sharing Regarding the Meaning
and Limits of the Concept in Human Genetic Research” (2005) 1:2 Genomics, Society and Policy 29.

® HUGO, Statement on Benefit Sharing, Vancouver, 2000, online:
<http://www.gene.ucl.ac.uk/hugo/benefit.html> (accessed June 4™, 2006).

“ This dual aspect is clearly highlighted and explained in this UNESCO report: UNESCO
International Committee on Bioethics, Report of the IBC on Ethics, Intellectual Property and
Genomics, 10 January 2002, SHS-503/01/CIB-8/2 Rev
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biological tissues.*’ There is an assumption that these people are entitled to share in
the benefits.*® The actual justification put forward for this obligation varies depending
on whether one is discussing human biological samples, biodiversity and plants, or
traditional knowledge. We will not address each of these in detail as it is beyond the
scope of our work. However, to get a better understanding of the compensatory
argument, it is useful to say a few words on the rationale for sharing benefits arising
from the use of biological tissues when they are provided by individuals and

populations for human genetic research.?’

* For example, HUGO, Statement on Benefit Sharing, supra note 43, E. Justice, 1) Compensatory
justice: meaning that the individual, group, or community, should receive recompense in return for
contribution...; Convention on Biological Diversity, supra note 42, art. 15

“ Participant in the 2001 Conference on Ethical Aspects of Research in Developing Countries, “Fair
Benefits for Research in Developing Countries” (13 December 2002) 298 Science 2133; UN
Commission on human rights, High Commissioner, “The impact of the Agreement on Trade-Related
Aspects of Intellectual Property Rights on Human Rights”, Geneva, June 27, 2001;

" For more on the justification for providing compensation (or not) when using biodiversity and plants
genetic resources and traditional knowledge, we refer the reader to: L. Mansur, “Gene Discovery,
Ownership and Access for Developing Countries in the Era of Molecular Genetics” (2002) 5:1.
Electronic Journal of Biotechnology online:
<http://www.ejbiotechnology.info/content/volS/issuel/issues/05/> (accessed May 16", 2006); UK
Commission on Intellectual Property Rights, Integrating Intellectual Property Rights and Development
Policy, London, September 2002, at 84; Indian Government, WTO, Protection of Biodiversity and
traditional knowledge. The Indian Experience, July 14, 2000, WT/CTE/W/156, International
Convention of the Protection of New Varieties of Plants (UPOV), Paris, 1961 and revised in Geneva
in 1972, 1978 and 1991, online on the UPOV website,
<http://www.upov.int/en/publications/conventions/index.html> (accessed March 8", 2006); World
Intellectual Property Organization (WIPO), Intergovernmental Committee on Intellectual Property and
Genetic Resources, Traditional Knowledge and Folklore, Operational Terms and Definitions, Geneva,
May 20, 2002, WIPO/GRTKF/IC/3/9; WIPO, The Protection of Traditional Cultural
Expressions/Expressions of Folklore: Revised Objectives and Principles, Geneva, Jan. 2006,
WIPO/GRTKF/IC/9/4, online on the WIPO website:
<http://www.wipo.int/edocs/mdocs/tk/en/wipo_grtkf ic_9/wipo_grtkf ic 9 4.pdf> (accessed March
8™ 2006); WIPO “Intellectual Property Needs and Expectations of traditional knowledge Holders”,
Geneva, 1999, 768E, online on the WIPO website:
<http://www.wipo.int/globalissues/tk/report/final/index.html> (accessed March g™ 2006); D. Leskien
& M. Flitner, “Intellectual Property Rights and Plant Genetic Resources: Options for a Sui Generis
System”, (June 1997) 6 Issues in Genetic Resources at 42 & 46; C. Correa, Traditional Knowledge and
Intellectual Property, The Quaker United Nations Office (QUNO), Geneva, November 2001, online on
the website of netamericas:
<http://www.netamericas.net/Researchpapers/Documents/Ccorrea/Ccorrea2 pdf> (accessed March 8™,
2006); WHO, Report of the Inter-Regional Workshop on Intellectual Property Rights in the Context of
Traditional Medicine, Bangkok, 6-8 December 2000 (WHO/EDM/TRM/2001.1); E.R. Gold & D.
Castle, Traditional Knowledge and Benefit Sharing: From Compensation to Transation, paper
presented at ICABR 8™ International Conference on Agricultural Biotecc: International Trade and
Domestic Production, Ravello, ltaly, July 2004; C. Juma & K. Fang, “Bridging the Genetic Divide,” in
M. Ruse & D. Castle, eds., Genetically Modified Foods: Debating Biotechnology (Amherst:
Prometheus Press, 2002); UN Commission on Human Rights, High Commissioner, “The Impact of the
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The provision of biological material is regulated by the broad principle of non-
commercialisation of the human body and its components* illustrated by the
prevalence of a “consent model” (under which individuals are entitled to give away or
abandon bodily materials), in contrast to a “property model” (under which individuals
are entitled to sell their tissues).* There is also a debate as to whether the current
system should be revisited to allow property claims in some human body material.”’
However, this thesis proceeds on the basis that, as argued by Gold, it is inappropriate
to apply property discourse to human bodily materials since this discourse cannot
appropriately deal with goods that are valuable chiefly for non-economic reasons.
There are numerous different values that relate to health and human biological
material (dignity, community, spirituality, etc.), many of which cannot and should not

be evaluated by the market.’! This leads us to argue that we should not consider

Agreement on Trade-Related Aspects of Intellectual Property Rights on Human Rights”, Geneva, June
27,2001, at par 41.

* For example, see UNESCO Universal Declaration on the Human Genome and Human Rights, Paris,
1997, art.4; Department of Biotechnology - Government of India, Ethical Policies on the Human
Genome, Genetic Research and Services, New Delhi, June 2001, online on the website of the
Government of India, <http://dbtindia.nic.in/policy/polimain.html> (accessed March g™ 2006).

* For example, see the case Moore v. Regents of the University of California 794 P 2d 479 Cal SC
1990, where a physician obtained a commercially valuable patent over a patient’s cell and in which the
California Supreme Court found that the patient did not have property interest in his cells even if they
contained his DNA. The Court instead awarded compensation for breach of fiduciary duty and lack of
informed consent; for more on the “consent” model vs. the “property” model, refer to European Group
on Ethics in Science and New Technologies (EGE), Opinion No. 16, Ethical Aspects of Patenting
Inventions Involving Human Stem Cells, Brussels, May 7, 2002, sect.1.20, at 12, online on the website
of the European Parliament,  <http://europa.eu.int/comm/european_group ethics/avis3_en.htm>
(accessed April 25, 2006); Medical Research Council, Human Tissue and Biological Samples for Use
in Research- Operational and Ethical Guidelines, London: MRC Ethics Series, April 2001, s. 2.2,
online on the MRC website, <http://www.mrc.ac.uk/pdf-tissue_guide fin.pdf> (accessed March 9,
2006).

**ER. Gold, Body Parts: From Property Rights to Human Biological Materials (Washington D.C.:
Georgetown University Press, 1996); Moore v. Regents of the University of California 794 P 2d 479
Cal SC 1990; 1. Bovenberg, “Whose Tissues is it Anyways?” (2005) 23:8 Nature Biotechnology 929,
A McCall Smith, Property, dignity and the human body” (1994) 2 (3) Hume Papers on Public Policy
29; G. Laurie, Response to report Whose Hands on Your Genes Consultation of the Human Genetic
Commission. London, January 2002, c. 8; K. Mason & G. Laurie, “Consent or Property? Dealing with
the Body and its Parts in the Shadow of Bristol and Alder Hey” (September 2001) 64:5 The Modern
Law Review 725; Davies J. L. “Property Interests in Human Reproductive Material” (Sept.-Oct. 2001)
Genetic Law Monitor 6; W. Boulier, “Sperm, Spleens and Other Valuables: The Need to Recognize
Property Rights in Human Body Parts” (1995) 23 Hofstra L. Rev 705.

31 Refer to Gold’s book for a detailed analyse of those issues: E.R. Gold, supra note 50, c. 7, 8 and 9,
see also Nuffield Council on Bioethics, Human Tissue: Ethical and Legal Issues (London: Nuffield
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participants’ biological tissues as commercial property, appropriately valuable, for
which compensation should be awarded.’ Therefore, even if sharing benefits with
human genetic-resource contributors may seem intuitively right and equitable for
many, it appears to lack a real normative basis with regards to compensatory justice

and property law.

On a more practical level, a compensatory system unequally rewards contributions to
individuals and communities. Some populations and individuals, because of their
geographical situations, special environment, employment, or genetic makeup will be
more “interesting” than others for the purpose of specific research on genetic
diseases, variations, and polymorphisms. In these circumstances, compensatory
benefit-sharing systems can be viewed as a kind of lottery where the luckiest
individuals and populations participate and win a portion of the benefits and others,
also in great need but without similar resources, are left out of the process

completely.

There are ongoing discussions about proposals to impose obligations of benefit
sharing on scientists toward specific resource contributors based on compensatory
justice. This topic is fascinating, but given that the purpose of this dissertation is not
to provide a deep analysis and critique of compensatory benefit sharing mechanisms,
we leave it aside. We note that the HUGO’s ethics committee “[i]n view of the
ethical and logistical difficulties of defining community, [...] recommended that
benefits be distributed broadly, perhaps to the health infrastructures of entire
nations.””? This dissertation will thus focus, instead, on another, more global, aspect

of benefit sharing: as a tool to realise distributive justice in health.

Council on Bioethics, April 1995), s. 9.14 and 13.25, online on the Nuffield Council website,

<http://www.nuffieldbioethics.org/fileLibrary/pdf/human_tissue.pdf> (accessed March 9, 2006).
2ER. Gold & T.A. Caulfield, Human Genetic Inventions, Patenting and Human Rights, 2003,
Canadian Ministry of Justice, at 47; K. Berg, “The Ethics of Benefit Sharing” (2001) 59 Clinical
Genetics 240 at 242

3 HUGO Ethics Committee, “HUGO Urges Genetics Benefit-Sharing” (2000) 3 Community Genet 88,
at 90.
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Indeed, as this dissertation will suggest, benefit sharing can be better justified under a
theory of global distributive justice. This understanding of benefit sharing involves
sharing outcomes with individuals and groups more generally, without having to refer
to compensatory principles. As we will see in more detail in the course of this
dissertation, this obligation is based on the idea that justice requires us to protect the
neediest and the most vulnerable and that mechanisms for ensuring transfer and
assistance are required to further this goal on a global scale.” The duties imposed by
global justice demand that individuals become involved in developing just global
institutions and in supporting just domestic policies that affect individuals within and
outside a nation’s borders.’® Therefore, the benefits arising from genetics should be
distributed in a way that contributes to everyone’s equality of opportunity and

benefits the least well-off.>®

We will also argue that the particularities of genetics also necessitate a global rather
than individual perspective on benefit sharing in this area of research. For example,
the fact that the human genome has symbolically been qualified as the common
heritage of humanity’” highlights its universal value for the human race and serves as
a reminder that knowledge about the human genome should benefit humanity as a
whole (including future generations) instead of serving narrow economic interests.’ 8

Moreover, the concept of common heritage associated with the human genome

>4 C.Beitz, “Social and Cosmopolitanism Liberalism” (1999) 75:3 International Affairs 515 at 518.

%% C.R. Beitz, “International Liberalism and Distributive Justice: A Survey of Recent Thought” (1999)
51:2 World Politics 269, at 278 and 280;

% J. Rawls, A Theory of Justice (Cambridge, Harvard University Press, 1971) at 7-8 (difference
principle); J. Rawls, A Theory of Justice, 2™ ed., (Oxford: Oxford University Press, 1999) at 63, 72-73;
C. Beitz, “Rawls’s Law of Peoples™ (July 2000) Ethics 7; A. Buchanan, “Rawls’s Law of Peoples:
Rules for a Vanished Westphalian World”(July 2000) Ethics 697.

" UNESCO Universal Declaration on Human Rights and the Human Genome, Paris, 1997, article 1

%8 C. Joyner, “Legal Implications of the Concept of the Common Heritage of Mankind” (January 1986)
35:1 International and Comparative Law Quarterly 190; see also UNESCO, International
Consultation on the outline of the Universal Declaration on the Human Genome, Summary of the
Response to the Questionnaire, 1997; S. Paquerot, Les Exigence de I’Etat de Droit dans le Concept de
Patrimoine Commun de I’Humanité: Réflexions Autour de la Mise en Représentation de la Légitimité
au Plan International, Acte de la journée d’études de I’équipe CEDIM/FCAR Mondialisation,
Gouvernance et Etat de droit, Montréal, Juin 2000; HUGO, Statement on Benefit Sharing, supra note
43, Common Heritage: “While not respected by all nations, the concept of common heritage also
resonates under international law (e.g. the sea, the air, space, ...). Applied to human genetics, it
maintains that beyond the individual, the family, or the population, there is a common shared interest
in the genetic heritage of mankind.”
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involves a notion of solidarity based on the fact that we share our genetic makeup
(99.9%) with all other human beings, that it is “part of every individual and integral
to the evolution of the human species.”” However, the reality is that genetic
applications remain inaccessible to many individuals all over the world because they
do not have access to sufficient financial, infrastructure, and human resources to
make use of this precious knowledge. As Thorsteindottir et al. clearly state,
“[g]enomics is only a public good to those countries that have the capacity to exploit
genomics knowledge and to conduct genomics research. Because of the need for
these "access goods", genomics becomes a "club good", accessible mainly to

industrialised countries.”®’

This is enough to be deeply concerned about the way current assumptions define what
is just and acceptable with regard to global access and distribution of resources in this
field. It also highlights the need for a precise and enforceable concept of global
benefit sharing in health that would position genetics as an essential tool for
achieving global health rather than as a luxury beyond the reach of the most
vulnerable people. To this end, we need to establish a normative basis for undertaking
benefit sharing with developing countries in the global health sphere. Global benefit-
sharing obligations can be built on theoretical and legal grounds but have not, up to
now, been elaborated at length in the field of health and genetics. This will be the
core of our thesis. We will flesh out the widely-used concept of benefit sharing to
determine how we could ensure that it is used to further global health without leaving

the most vulnerable out of the process.

The Structure of the Dissertation

The first purpose of this dissertation is thus to set out a grounding theory or
theoretical framework to justify engaging in a global and more equitable

redistribution of benefits produced by genetics. Ultimately, our analysis will produce

¥C. Joyner, ibid., at 194.
0 H.Thorsteinsdottir et al., supra note 30, at §92.
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strong normative benchmarks based on justice considerations that take needs into
account rather than market-based power when evaluating major social, political, and

legal implications resulting from the commercialisation of genetics.

The first chapter will set the contextual basis of our framework by providing
justifications for a global application of distributive justice principles. To assess
institutions and practices, we will propose a cosmopolitan methodology based on a
global scheme of cooperation emerging from the idea of the universal importance of
every human being as a unit of moral concern. This exercise will give us a sense of
how institutions involved in the distribution of genetic benefits should function and

within which specific parameters they should handle distribution.

The second chapter of this first theoretical part will elaborate an ideal conception of
distributive justice in health to justify global access to genetics. We will establish
normative grounds as the basis for our scheme of global health/health care justice,
focussing on the special characteristics of health and on its crucial role in normal
human functioning. After arguing that health is a crucial element of normal
functioning, we will analyse the impact of normal functioning on the lives of
individuals, using the criterion of the range of normal opportunities available to
people. This will help us establish clear links between health problems, lack of access
to the resources emerging from genetic research, and a diminution of the range of
opportunities for which individuals of equal skill can build life plans. This discussion
will highlight the specificity and universal importance of health. It will also flesh out
our argument in favour of compensation for deviations from normal functioning and
for the eradication of health inequities over which we can have some form of control

through distributive justice mechanisms.

After this first part, we will have established a global distributive justice framework
as the basis of our argument for more equitable and global access to health and
genetics. The second part of the dissertation will attempt to determine how and if our

theory of distribution translates into positive law and to identify and analyse the main
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obstacles to legal compliance with global distributive justice. Although the
development of genetics can affect many areas of law including privacy,
employment, insurance, and criminal law, we will focus on two of the major
international legal systems most concerned with distribution issues: intellectual
property (IP) law (especially patent law) and human rights law. The first two chapters
of the second part will be dedicated to the presentation and analysis of those
international normative systems in order to determine if their underlying philosophy,
structure, and functioning take account of the principles highlighted in our theoretical

framework.

Our analysis will conclude that these two legal frameworks regulating the distribution
of benefits and resources arising from genetics are deficient, each in their own way,
in the reach, operation, and substantive content of the standards they promote. Indeed,
we will realise that, despite our argument for the universal special importance of
health, this does not always receive the special and universal treatment it deserves in
practice. The discussion will bring to light major power imbalances and a lack of
focus on distributive justice issues mainly attributable to the political and economic
contexts of application of the two systems and not to an irremediable incompatibility
of the principles with diffusion and equitable access to knowledge. We will indeed
realise that both systems, although very different in their nature and purposes, are
driven mainly by market considerations either in their philosophy, principles, and/or
application and that they do not give enough attention and importance to justice and
solidarity issues. Our analysis will bring us to acknowledge that the international
order under which IP and human rights evolve inspires power struggles that shift our
attention away from justice principles standing at the source of a shared morality and
a cosmopolitan perception of humanity. Our work will aim to highlight, analyse, and

explain this reality.
Following our discussion on the conceptual link existing both between IP law and

access and human right law and access, our last chapter will focus on introducing

practical examples to illustrate the intersection of IP and human rights law. Referring
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to a few examples, this last chapter will seek to highlight the practical impact that
those two systems have had on scientific data-sharing and on availability and
affordability of genetics research tools, products, and services in developing
countries. Following the presentation of those examples, we will conclude this
last chapter with a brief analysis of the intersection between IP rights and human
rights in health. This will allow us to address the effects of strong and broad IP
rights on the realisation and implementation of human rights and the tension

existing between the two systems, both in terms of philosophy and application.

This will conclude the second and last part of our dissertation dedicated to the
assessment of the two major systems—first, with justice benchmarks established in
the first theoretical part and second, with practical examples. Coming back to the
evidence presented at the beginning of our work on the real potential of genetic
research to improve global health, and on our support for a notion of global
distributive justice in health, we will be forced to realise that, as they currently
function, the intellectual property and the human rights systems are not adequate to
realise global benefit sharing in the field of genetics. Without arguing for the
abolition of these systems or establishing detailed solutions and practical policy
options, we will conclude our dissertation with some suggestions of avenues that
could be explored further to remedy this situation in order to further global
distributive justice. This will set out a basis for further discussion on how we could
work around some of the major obstacles identified throughout our analysis. It will
also help us move from the vague and often symbolic ideal of benefit sharing actually
prevailing toward the establishment of a real, enforceable concept of global benefit
sharing in health that would position genetics at the rank of essential tool for

achieving global health.
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PART I: A THEORETICAL FRAMEWORK FOR DISTRIBUTION IN
HEALTH

Building on the context established in the introduction, the thesis now moves to
the theoretical basis for examining the global distribution of the benefits of
genetic research and resulting products and services. The first part of our
dissertation will therefore represent the grounding of our argument for engaging
in a global and more equitable redistribution of the benefits likely to emerge

from genetic science.

The analysis performed in this first part will produce strong normative
benchmarks useful for adopting justice considerations based on health needs in
order to evaluate major social, political, and legal implications resulting from
the commercialisation of genetics. This framework will represent an ideal
conception of global justice in health, a standard for appraising institutions and
for guiding the overall direction of social change by providing a long-term goal
of political endeavour and giving meaning to what we can do today in actual,
existing conditions.®' This analysis is very important because even if ideal
principles of justice cannot always apply automatically and immediately to the
practical reality, it is crucial to understand exactly what we are compromising by
accepting non-ideal conditions, and to receive guidance as to what we should be
aiming for with respect to future social and institutional reforms. As clearly put
by Schrecker: “responsible ethical analysis must not regard crucial background

elements of the social and economic context [...] as too big to change”.*

o1 J Rawls, 4 Theory of Justice, rev. ed. (Cambridge: Harvard University Press, 1999), at 128; C.
Brown, Sovereignty, Rights and Justice, International Political Theory Today (Cambridge: Polity
Press, 2002), at 180.

52T, Schrecker, “Benefit-Sharing in the New Genomic Marketplace: Expanding the Ethical Frame of
Reference” in B.M.Knoppers, ed., Populations and Genetics: Legal and Socio-Ethical Perspectives
(Leiden: Martinus Nijhoff, 2003).
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Thus, we believe that it is necessary to launch discussions and stir up debates on
a common vision of the good and related universal basic needs, rights, and
duties in order to establish appropriate principles of distributive justice in health.
A distinction must be made between something that is unfeasible and something
that has been demonstrated to be impossible, since ideal principles are both
relevant and useful when their implementation remains a possibility.® To this
end, a sense of moral responsibility for the actual state of the world must be
developed and cultivated in order for reforms and changes to gradually take
place when they are indeed possible. This first part will contribute to establish

the analytical basis required to lay the foundation for this important process.

We have split this first part into two main chapters. In the first one, we will
present an argument for a global application of justice principles to justify
global access to genetics, referring to a cosmopolitan approach that considers
each human being with their basic health needs as a unit of consideration
deserving equal attention. This global focus will give us the perspective we need
to determine how institutions should work towards distribution of genetic-

research benefits and who should be entitled to profit from this distribution.

The second chapter will establish an ideal scheme of global health/health care justice.
To this end, we will need to reflect on the special importance of health for every
individual, on the role it has to play in ensuring normal functioning and in the pursuit
of an ideal of equality of opportunity for all. In this moral scheme, every individual’s
health interests receive equal consideration and the benefits arising from genetics are
distributed so as to prevent health standards’ differences caused by socio-economic
factors. Our analysis will highlight the importance of compensating for the
divergence from normal functioning and health inequalities over which we have some

power through distributive justice schemes.

 T.W. Pogge, “The Moral Demands of Global Justice” (Fall 2003) Dissent 37.
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Chapter I: Global Application of Distributive Justice: A
Cosmopolitan Approach

When choices are to be made regarding the
ends and means of political action, or the
structures and rules of institutions and
practices, it is natural to ask by what principles
such choices should be guided.®*

Introduction

As discussed in the introduction, though there will probably be a considerable delay
between the identification of genetic dysfunctions and mutations and the
positive interventions that can successfully alter, treat, or cure them, there is
evidence that genetic research could, in the long run, have significant positive effects
on the health and lives of people it may reach.** However, for the moment, we can
expect that most future genetic technologies will likely reach and benefit a very
limited number of people worldwide, the majority in developed countries. In fact,
expensive innovations will probably be developed to address the needs of the affluent
where there is a market for them and, in any case, will likely be accessible only to
those people who have insurance coverage (public or private) or who can afford to
purchase such technology with private funds.® Genetic discoveries could thus

contribute to widen the health gap between rich and poor, both within and between

 C.R. Beitz, Political T heory and International Relations (Princeton: Princeton University Press,
1999) at 5.

8 Collins et al, A vision for the future of genomics research, (2003) 422 Nature 835; J. Bell, “The
Double Helix in Clinical Practice” (2003) 421 Nature 414; R. Khoury et al. “Population Screening in
the Age of Genomic Medicine”(2003) 348 England Journal of Medicine 50; Program in Applied
Ethics and Biotechnology and Canadian Program on Genomics and Global Health (University of
Toronto Joint Center for Bioethics) Top 10 Biotechnologies for Improving Health in Developing
Countries Toronto, 2003; WHO, Genomics and World Health, Geneva, 2002.

% M.J. Mehlman & J.R. Botkin, Access to the Genome the Challenge to Equality (Washington D.C:
Georgetown University Press, 1998).
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countries, adding to the substantial inequalities that already characterise some health

care systems and the global health .':1genda.67

Building upon our initial remarks on benefit sharing in the Introduction and in light of
the concept’s growing rhetorical importance in the field of genetics, it is now time to
investigate its normative basis. In this chapter, we shall see that there exists a positive
obligation to ensure equitable access to genetic advancements, that research priorities
should be established accordingly, and that the benefits of genetic ( knowledge,
expertise, research tools, products and services, and profits) should be distributed
more equitably, based on actual needs rather than simply on market forces. As
already mentioned, while there are already differences with respect to access to
genetics applications within countries, and this situation will most likely persist, our
main focus will instead be on the limited access to the benefits of this science

globally. It is in this context that we will develop the theoretical framework.

This first chapter will therefore establish the theoretical basis for a global application
of our equitable distributive normative framework. For the purpose of this theoretical
analysis, we will contextualise our argument in order to explain why principles of
distributive justice should be applied globally. To this end, we will marshal
arguments for and against global distributive justice. Subsequently, we will
investigate a form of cosmopolitanism as the basis to determining how to best justify
institutions and practices and to ascertain the most appropriate scale for distributive

issues.

% M. Leonard, “Just Genetics: A problem Agenda” in T.F. Murphy & M.A. Lappé, eds. Justice and
the Human Genome Project (California: University of California Press, 1994) 133.
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1.1 Distributive Justice

What are the characteristics of a normative obligation of benefit sharing?

This chapter establishes an ideal conception of justice to help us criticise, orient, and
assess possibilities for global access to genetics as already mentioned. Even if an
ideal theory can seem far removed from the imperfect reality of developing countries,
such a theory is essential to establishing the basis for concrete changes though a
global normative framework for engaging in the international redistribution of
resources produced by genetic and genomic research.®® Indeed, theorists have
developed different theories of justice to justify how goods, welfare, and services

should be divided in a society.*’

Some scholars and economists who believe in libertarianism favour the allocation of
goods and services on the basis that a person’s willingness to pay represents an
effective measure of his or her desire to obtain a specific good or service. Following
this approach, the person who values a good the most or who is inclined to pay the
most for it would obtain it. Supporters of the free market have argued that a society’s
wealth will be increased most effectively if assets are privately owned and owners
can trade them freely, so long as no one has the right to appropriate the property of
others without their consent. Consequently, large differences in wealth among
individuals have no moral significance and egalitarian redistribution of wealth is
rejected.70 From the perspective of advocates of a libertarian conception of justice,

such as Nozick and Engelhardt, the use of government’s coercive authority to

% A. Kupler, “Debate: Global Poverty Relied, More than Charity: Cosmopolitan Alternative to the
Singer Solution” (2002) 16:1 Ethics and International Affairs 107.

% For a good overview of the main theories of justice refer to: W. Kymlicka, Contemporary Political
Philosophy: An Introduction, 2d ed. (Oxford: Oxford University Press, 2002).

T H. Engelhardt Jr, The Foundations of Bioethics (New Y ork: Oxford University Press, 1986) at
342-343.
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extract more resources is unfair and violates people’s rights, liberties and self-

determination.”’

Utilitarianism is another way of envisioning justice. It requires the maximisation of
overall welfare. Utilitarianism focuses on global welfare, which can sometimes be the
result of equitable distribution but can also, in other circumstances, justify ignoring
some members of a community for the benefit of the majority. In the process of
bringing a society to its maximum health potential, utilitarians argue that we should
not care if the health of the affluent is better and is afforded better treatment than the
health of the poor, so long as the improvements have a positive impact on the overall
population’s health.” Another particularity of this view is that it is based on the idea
that that income incentives (resulting in income inequalities) are needed to encourage

innovation.”

Liberalism is another theory widely applied to justice issues in political philosophy.
One of the many components of liberals’ ideal structure of society is justice in goods

and services through distribution to create more equitable circumstances. This is

"V Ibid. at c. 8; R. Nozick, Anarchy, State and Utopia (New York: Basic Books, 1974). One problem
with the application of this argument to health is the determination of the extent to which health care
systems and resources can be considered private property, since they have often been developed with
a great deal of public funding. Even if private institutions play an important role in the development
and delivery of some health resources, public funds have been, and are often still, the building blocks
of hospital systems, fundamental research endeavours, dissemination of results, transfer of
technologies, and most medical training. Another problem with applying libertarianism to health is that
there are tremendous inequities with respect to both wealth and the availability of health
insurance among individuals and nations. Most importantly, those who have the greatest
medical needs are not always the individuals who have the ability to pay for the corresponding
treatments and medical technologies. In this sense, the point of libertarianism is not compatible with
the principle of equality in health. For more on the critic of the application of libertarianism to health,
see: L.M. Fleck, “Just Health Care (I): Is Beneficence Enough?” (1989) 10 Theoretical Medicine 167,
R.A. Epstein, “Why is Health Care Special?” (1993) 40 U. Kan. L. Rev 307.

2 F. Peter & T. Evans, “Ethical Dimensions of Health Equity” in T. Evans et al., eds., Challenging
Inequities in Health, from Ethics to Action (Oxford: Oxford University Press, 2001) 25 at 28.

7 This incentive aspect does not seem to work for health, as health inequities do not encourage people
to improve their health status at all. Since utilitarianism appears insensitive to issues of equality in
health, we will not be using it to ground our argument. For more on utilitarianism and equality, see: S.
Anand, The Concern for Equity in Health, Harvard Center for Population and Development Studies
(Feb. 2002) Working Paper Series, vol.12, no.1, online on the website of HCPDS
<http://www.hsph.harvard.edu/hcpds/wpweb/Anand%20wp1201.pdf> (date accessed: May 30",
2006); B. Williams, “A Critique of Utilitarianism” in J.J.C. Smart. ed., Urilitarianism: For and Against
(Cambridge: Cambridge University Press, 1973) 75.
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called distributive justice. Distributive justice is another perspective from which to
consider justice in health matters and will be our focus in the establishment of our
theoretical framework for global health distribution. Distributive justice aims at
determining the equitable allocation and access to benefits (resources, services,
goods) and burdens produced by social cooperation.74 The most popular theory of
distributive justice in the last 50 years was established by John Rawls in his book A4
Theory of Justice.” Unlike utilitarianism, distributive justice maintains that
individuals have rights that cannot be sacrificed simply to create more benefits for
others. In this view, social primary goods like liberty, opportunity, income, and
wealth are to be distributed equally unless an unequal distribution will advantage the
least well-off. Rawls’ principles are meant to apply only to the basic structure of
isolated, well-ordered societies.’® We will come back to Rawls’ liberal theory of

justice at several occasions in the course of the first part of the dissertation.

Similarly to libertarian and utilitarian standards, principles of distributive justice are
designed to allocate goods, resources and services when needs are greater than
availability. They are however very different because they require equity and
consideration of the most vulnerable in distribution, which make their application to
health resources and technologies very relevant. The principles of distributive justice
can differ according to the subject of the distribution (income, wealth, opportunities
to the good life, etc.), the beneficiaries of it (individuals, groups of persons,
compatriots, foreigners etc.), the providers of the goods and services to be distributed
(individuals, fellow citizens, governments, international organisations etc.), and the
basis for the distribution (according to equality, to individual characteristics, to need,
etc.).”” Within a theory of distributive justice, the role of luck, chance, and choice

are also relevant when deciding distribution issues.”

™ C.R. Beitz, Political Theory and International Relations, supra note 64

7 J. Rawls, supra note 61.

’° Ibid., at.7, 8 and 303.

77J. Lamont, “Distributive Justice” (Fall 2003 Edition)The Stanford Encyclopedia of Philosophy, EN.
Zalta (ed.), <http://plato.stanford.edu/archives/fali2003/entries/justice-distributive> (date accessed:
May 30™ 2006).

78 C. Jones, Global Justice, Defending Cosmopolitanism (Oxford: Oxford University Press, 1999).
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In this dissertation, we chose to focus on distributive justice considerations as applied
to health needs. In fact, in contrast to libertarianism and utilitarianism, liberalism
recognises the principle of equality in health and consequently allows us to consider
health needs as a priority. Those elements are going to prove crucial for the
examination of issues of global distribution of the benefits of genetic research.
Before getting into the elements of our specific theory of distributive justice for
global health— that is, the rationale for the distribution of specific benefits arising
from genetic applications and the normative basis for such rationale—we need to
present the context of distribution by providing a clear justification of the subject and

scope of distribution.

Global Distributive Justice

Most theories of justice apply to domestic situations without dealing with the
requirements of international distributive justice.” Nevertheless, if the benefits and
burdens arising from social cooperation are the basis of distributive justice, economic
interdependence at the international level and direction needed to make choices that
can influence the well-being of individuals located in other societies might justify
standards of global distributive justice analogous to the principles applicable within

domestic societies.®

The first part of our theoretical analysis will contextualise our framework explaining
why we argue that our principles of distributive justice should be applied on a global
scale. This will lead us to adopt a form of cosmopolitanism as a basis for determining
how institutions and practices should be justified and on what scale distributive issues

should be handled.

7 For example J. Rawls, The Law of Peoples (Cambridge: Harvard University Press, 1999) at. 106,
114-119; J. Rawls, supra note 61; M. Walzer, Spheres of Justice (Oxford: Blackwell, 1983). However,
more recently, philosophers like Charles Beitz and Thomas Pogge have provided interesting arguments
in favor of international distributive justice.

30 C.R. Beitz, “International Liberalism and Distributive Justice: A Survey of Recent Thought” (1999)
51:2 World Politics 269.
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1.2 Cosmopolitanism: a Way of Envisioning Global Justice

Current scientific developments that can help improve health and cure disease are
universally essential and therefore should be accessible to all human beings who can
physiologically benefit from them, by simple virtue of their humanity and needs.
Cosmopolitanism provides a good starting point for the theoretical basis for such a

premise.

There are two kinds of cosmopolitanism: institutional and moral. Institutional
cosmopolitanism focuses on how political institutions should be established. It holds
that states and other political institutions should be restructured and placed under the
control of an organisation akin to a "world government" or other supranational
political arrangement, so that we could see the world as a single entity in which
individuals would be citizens of the world.*' By contrast, this thesis shall take the
perspective of moral cosmopolitanism, which focuses on the basis for the justification
of institutions, practices, and interpersonal relations. Since it is widely argued that a
realistic and plausible form of cosmopolitanism should take institutions rather
than interpersonal transactions as its primary focal points, this thesis focuses on
moral institutional cosmopolitanism, which asserts that the responsibility of
ensuring that practices and rules are enacted in compliance with a cosmopolitan ideal

falls on institutions.

Moral cosmopolitanism is not associated with any specific political program or
philosophical theory, but is instead characterised by its perception of the moral basis
upon which justice issues should be evaluated and of the proper scope of moral

principles.® It establishes conditions that any acceptable approach to justice ought to

81 D. Laertius, Diogenes, in Lives of Eminent Philosophers, trans. R.D. Hicks, Loeb Classical Library
(London: William Heinemann, 1925) vol.2, vol. 6:63

32.0. ONeill, Towards Justice and Virtue (Cambridge: Cambridge University Press, 1996) at 172; O.
O’Neill, Bounds of Justice (Cambridge: Cambridge University Press, 2000) c.10.
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meet. Cosmopolitanism does not demand specific measures. Instead, measures would
flow from a specific theory of justice like global distributive justice.® Once a
cosmopolitan direction is established, specific justice measures focus on different
aspects of importance to each individual, including subjective elements like
happiness, well-being, desire, and preference, as well as objective factors like needs,
abilities, and opportunities.** We will return to those specific measures in the second

part of this chapter.

A moral cosmopolitan viewpoint is impartial, universal, individualist, and egalitarian
in nature.® For cosmopolites, individuals are the fundamental entities of moral
concern, as expressed by Thomas Pogge: “every human being has a global stature as
the ultimate unit of moral concern.”* Cosmopolites envision the social world as
composed of persons rather than collectives.®’ They insist that each and every human
being affected by institutional arrangements—Ilike, for example, policy choices about
production and distribution of burdens and benefits, or choices regarding the
establishment of a specific institution—should be respected and given equal and
impartial consideration by everyone, wherever they may be.*® This perspective is
based on the premise that individuals are entitled to certain treatment and
consideration due to their humanity as opposed to other particularities including

culture, politics, religion, and citizenship.

This individualistic vision of the self is the object of much criticism, especially from
proponents of a communitarian approach to justice. Indeed, communitarians critique

a universal vision of justice and needs, instead arguing for variable principles of

% C.R. Beitz, “Social and Cosmopolitanism liberalism” (1999) 75:3 International Affairs 515 at.515;
C.R. Beitz, supra note 55; A Kupler, “Rawlsian Global Justice, Beyond the Law of Peoples to a
Cosmopolitan law of Persons™ (October 2000) 28:5 Political Theory 640.

% T.W. Pogge, “Cosmopolitanism and Sovereignty” in C. Brown, ed., Political Restructuring in
FEurope, Ethical Perspectives (NewY ork: Routledge, 1994) 89.

% C. Jones, supra note 78.

8 T. W. Pogge, “Cosmopolitanism and Sovereignty” (October 1992) 103 Ethics 49.

7 CR. Beitz, “Rawls’s Law of Peoples”, supra note 56.

% 0. O’Neill, “Hunger, Needs and Rights” in S. Luper-Foy ed., Problems of International Justice
(London: Westview, 1988); A Kupler, supra note 83.
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justice originating from societies’ historical, institutional, and cultural particularities.
They argue that distributive justice will only find logical application within restrained
social groups who share subjective needs.” In the field of health, efforts to apply a
single common morality and to adopt a universal approach when dealing with issues
arising with the production and applications of science and medicine are criticised.
Indeed, such attitude is seen as an effort from the western world to export its
conception of what is ethical into an area where moral meanings of the most basic
concepts like disease and health can differ between countries and religions.”® The
communitarian perspective of justice deserves great consideration and can be of
considerable help in approaching and resolving important justice debate in health-

related matters.’!

Although we acknowledge and appreciate that different individuals and cultures can
have different views of the definition and importance of health, in this dissertation we
adopt a universal perspective on health. As we will see in the course of this chapter,
even if different perceptions on some aspects of health coexist, we consider that

health is something universally desirable, that it is a state of normal functioning

% One of the arguments often put forward to support this view is that human needs are socially relative
and that arguing for universal standard of needs could give rise to attempts by the more powerful to
impose their vision of needs and that this could result in cultural imperialism. For discussions on
communitarianism and critique of the universal perspective of liberalism, see: M. Sandel, Liberalism
and the Limits of Justice, 2d ed., (Cambridge: Cambridge University Press, 1998); C.Taylor,
Philosophy and the Human Sciences: Philosophical Papers 2 (Cambridge: Cambridge University
Press, 1985) ch. 1; M. Walzer, supra note 79; M. Walzer, Thick and Thin (Notre-Dame: University of
Notre Dame Press, 1994); W. Kimlicka, Contemporary Philosophy: An Introduction (Oxford: Oxford
University Press, 2002), c. 6; P. Marshall and B. Koenig, “Accounting for Culture in a Globalised
Bioethics” (2004) 32 Journal of Law, Medicine and Ethics 252; A. Heller, The Theory of Human Need
in Marx (London : Allison & Busby, 1976) at 96-97; G. Rist, “Basic Questions about Basic Human
Needs” in K Lederer, ed., Human Needs (Cambridge: Oelgeschlager, Gunn and Hain, 1980) 233; C.
Taylor, “The Politics of Recognition” in C. Taylor & A. Gutman, eds., Multiculturalism (Princeton:
Princeton University Press, 1994); S. Scheffler, “Conceptions of Cosmopolitanism” (1999) 11 Utilitas
255, at 256.

P, Marshall and B. Koenig, supra note 89 at 252 and 256; D. DeGrazia, “Common Morality,
Coherence, and the Principles of Biomedical Ethics” (2003) 13:3 Kennedy Institute Journal of Ethics
219; L. Turner, “Bioethics in a Multicultural World: Medicine and Morality in Pluralistic Settings"
(2003) 11:2 Health Care Analysis 99.

! However, we have to be careful with any view that uses cultural differences to justify inequities and
tolerate suffering. For a very good analysis and critique of such approach refer to P. Farmer, “On
Suffering and Social Violence: A View from Below” in A. Kleinman, V. Das & M. Lock, eds. Social
Suffering (Berkeley: University of California Press, 1997) 278; for an illustration of this opinion, see
also J. Mukherjee, “HIV-1 Care in Resource-Poor Settings: A View from Haiti” (2003) 362 Lancet
994,
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influenced by numerous biological, genetic, socio-economic, psychological and
environmental factors and which allows people to accomplish and further important
life goals. In other words, we consider that health is an objective basic human need
and consequently that access to health and genetics (as previously defined) should be
an issue of universal importance for every human being no matter who they are,
where they come from, or where they live.? We, of course, acknowledge that some
identified groups might have specific vulnerabilities to disease and additional health
needs, and that they should be able to be treated accordingly when they are identified.
However, this does not mean that the basic health needs of individuals from those
groups should be considered any differently from those of any other individual.*®
With this perspective in mind, we now leave the communitarian perspective aside and
adopt a moral cosmopolitan viewpoint to address the issues at stake. This being said,
we appreciate that a culture-specific strategy and sensitivity could be essential, in the
long run, to understand and address local and cultural specificities in the delivery of
genetic products and services, and for an ethical provision of genetic counselling

services, for example. However, this goes beyond the scope of this dissertation.

The universalistic/individualistic focus of moral cosmopolitanism can be justified by
the common characteristics shared by all individuals. Ideed, human beings share a
similar genetic makeup and are physiologically alike.”® Our common genetic heritage
thus transcends geopolitical borders. One might presume, therefore, that individuals,
wherever they are, would be physically affected in similar ways by similar symptoms
and diseases. However, this is not always the case. Not all people respond similarly to
medical conditions, medication and illness. Indeed, human health often has a genetic

component. A typical forms of a single gene or set of genes transmitted from one

°2 For more on the universal importance of certain needs, refer to the enlightening parallel established
between the universality of basic needs and of suffering emerging from imperialism by Doyal, where
he argues that, in both cases, victims’ cultural background should not be used to assume that their
suffering is qualitatively different. L. Doyal and 1. Gough, 4 Theory of Human Need (NewYork: The
Guildford Press, 1991), at 29-30.

% Idem, at. 57.

** Human Genome Project Information, supra note 12.
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generation to another can cause inherited genetic diseases,”” and many genes coupled
with environmental interactions can have an incidence on more common diseases like
hybertension, diabetes, and various forms of cancer and infections. Also, every
individual carries numerous mutations in his or her genetic background, which are
small changes in DNA that can contribute to human variation—some with, and others
without, known incidence on health. Consequently, a number of genetic research
projects that aim to identify significant genes and variations, and to determine who
such variants affect, have been undertaken world-wide. Such studies generate
important information for the screening of individuals, families, and populations

more genetically at risk or susceptible to certain diseases and conditions.”®

Even if different individuals may end up being personally affected by genetic
discoveries in very different ways, at present it is difficult to predict who may benefit
the most. Due to the similar characteristics we all share as human beings, it is safe to
say that genetic developments carry a potential to benefit many individuals, world
wide, both from a global community perspective and from a personal and familial
perspective, regardless of the direct practical outcomes that might emerge from it,

whether in the short or long term.

Other health and genetic differences have less to do with individual genetic makeup,
but are instead clearly associated with external socio-economic, environmental, or
nutritional factors. For example, some medical conditions, like malaria and other
tropical diseases, are only present in some parts of the world as they are associated
with environmental factors and the underdevelopment of specific medical and genetic
technology. Furthermore, even when people in different parts of the world can seem
to be physiologically affected the same way by diseases, socio-economic factors

create huge gaps between them in how they end up burdened by the same afflictions

% Alzheimer’s, some familial breast cancers, and cystic fibrosis are example of illnesses caused by a
single gene.
% A.J. F. Griffiths et al., An Introduction to Genetic Analysis (New York: W H Freeman & Co, 1999).
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in reality. This brings us to another important characteristic of cosmopolitanism:

universalism.

Moral cosmopolitanism is not convinced that boundaries between territorial and
political structures should have much moral importance. Principles of justice should
apply to the global community of world citizens,”’ those who live in different
countries and with whom we can seem to share little in terms of culture, language,
and customs, for example.”® The cosmopolitan perspective requires scepticism about
strong nationalism and patriotism when they have the effect of prioritising only social
and political affiliation in the provision and distribution of aid. It calls instead for a
sense of community among human beings in a universal comity of nations where
borders are less significant.”” However, this does not mean that cosmopolitanism is
indifferent to local poverty and deprivation, as some suggest. '® Instead,
cosmopolitanism holds that the state level should not be given absolute priority
when considering justice. As such, we should care about the focus of our distributive
justice obligations, such as deprivation and pain, wherever they exist. In fact, even if
nations are an important part of the existing political picture (and cosmopolitans are
not necessarily arguing for their abolition, as discussed below), the moral significance
of boundaries should be justified in terms of the values and ethical principles that are
chosen and the priorities such a choice represents for every individual affected.'® In
other words, nationality-based special treatments and group loyalty are appropriate
but are necessarily complemented by concurrent moral obligations to individuals
beyond our border. The priority given to our fellow citizens for distributive justice is

not absolute; other human beings who may not be citizens can also have legitimate

°7 ' W. Hinsch, “Global Distributive Justice” (January 2001) 32 (1/2) Methaphilosophy 58.

% W. Scheuerman, “Globalization” The Stanford Encyclopedia of Philosophy (Fall 2002 Edition),
ET;I Zalta (ed.), <http://plato.stanford.edu/archives/fall2002/entries/globalization> (accessed May
30", 2006).

1. Kant, The Metaphysical Elements of Justice (1797), trans. J. Ladd, 2™ ed. (Indianapolis: Hackett
Publishing Co., 1999).

"% G. Fletcher, Loyalty: An Essay on the Morality of Relationships (Oxford: Oxford University Press,
1993) at 21.

T CR. Beitz, “Cosmopolitan Liberalism and the States System” in C. Brown, ed., Political
Restructuring in Europe, Ethical Perspectives (NewYork: Routledge, 1994) c. 6, 123, at 124.
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interests in distribution. The latter should be given important consideration in cases
where the interests at stake are significant, as are, for example, claims for the

protection of basic rights or vital interests.'®

Human beings share a common sense of morality and common human interests in
certain crucial spheres of universal importance. We agree with Buchanan when he
says that: “we should expect some congruence of moral values across societies,
given the roles that morality plays in human life [...]”"%. Those principles and
values are the ones that play a role in preventing people from being exposed to
serious harm and allowing them to pursue decent human lives through access to an
appropriate range of opportunities.'™ As discussed in more detail in the second part
of this chapter, access to health and genetic resources is an example where the
interests at stake could be so universally crucial that extending the range of rights and
obligations beyond the level of citizenship is justified. Genetics has an important
collective aspect. In fact, we often refer to susceptible populations or at-risk groups;
in some cases, reference has been made to the concept of genetic nationalism.'”® This
group reference can have many different applications in genetics. Sometimes, the
population aspect is not necessarily associated with specific diseases, conditions, or
susceptibilities but is instead associated with existing boundaries as a practical,
scientifically relevant, and sometimes economically advantageous way to create a

fixed heterogeneous genetic pool for research.'

192.C. Jones, supra note78; P. Kleingeld, E. Brown, “Cosmopolitanism” The Stanford Encyclopedia of
Philosophy (Fall 2003 Edition), EN. Zalta (ed.),
<http:/plato.stanford.edu/archives/fall2002/entries/cosmopolitanism> (accessed June 4™, 2006); A.
Buchanan,, supra note 25; S. Scheffler, supra note 89.

155 A Buchanan, /bid at.79.

1% S Hampshire, /nnocence and Experience (Harvard University Press: Cambridge, 1989) at
90.

19 This attitude towards populations’ genetic heritage has been observed namely in Iceland where the
population has been presented with the idea that Icelanders are genetically special, that they might
have some special genes and genetic conditions that can’t be observed elsewhere. H. Rose, The
Commodification of Bioinformation: The Icelandic Health Sector Database (London: The Welcome
Trust, 2001) at 12, fin 29.

1% Some of those genetic pools represent whole countries, for example, in Iceland where the
government granted a 12-year license to the company deCode to construct and operate a national
health services database to link anonymous genotypes with medical records of consenting members of

36



In other cases, the group aspect of genetics is not at all clearly associated with
existing political and geographical boundaries. In fact, susceptible populations will
also be found in specific regions of the world, not necessarily clearly delimited, but
more associated with ethnicity or types of communities such as indigenous and tribal
groups.'”’” By contrast, other genetically at-risk populations are dispersed all around

the world.'®®

the population. Another national project is the UK Biobank project, a joint initiative from Welcome
Trust and Medical Research Council. This project aims to recruit up to 500,000 men and women aged
45-69 from the general population across England, Scotland and Wales and use their blood samples,
lifestyle details, and medical histories to create a national database to study the role of genetics and
environmental factors in health and disease. Other initiatives are aimed at studying smaller
populations, sometimes more homogenous and isolated, like Sardinia and Israel. J. Kaiser, “Biobank:
Population Databases Boom, from Iceland to the U.S.” (Nov. 2002) 298:5596 Science 1158; A.F.
Wright, A.D. Carothers & H. Campbell, “Gene-Environment Interactions: the BioBank UK Study”
(2002) 2:2 Pharmacogenomics J. 75; UK Biobank official website: http://www.ukbiobank.ac.uk; J.F.
Merz, G.E. McGee and P. Sankar, “Iceland Inc.?: On the Ethics of Commercial Population Genomics”
{March 2004) 58:6 Soc Sci Med. 1201; A. Abott, “DNA Study Deepens Rift Over Iceland's Genetic
Heritage” (Feb. 2003) 421: 6924 Nature 678; E. Amason, “Genetic Heterogeneity of Icelanders”
(Janvier 2003) 67:1 Annals Human Genetics 5; S. Shifman & A. Darvasi, “The Value of Isolated
Populations” (2001) 28 Nature Medicine 309; C. Bourgain et al., “Search for Multifactorial Disease
Suceptibility Genes in Founder Populations” (2000) 64 Annals Human Genetics 255; M.G. Marrosu et
al., “Genetic Factors and the Founder Effect Explain Familial MS in Sardinia” (Jan.2002) 58:2
Neurology 283; R. Lampis et al., “The Distribution of HLA Class 1l Haplotypes Reveals that the
Sardinian Population is Genetically Differentiated from the Other Caucasian Populations” (2000) 56
Tissue Antigens 515; H. Lahat et al., “A Missense Mutation in a Highly Conserved Region of CASQ?2
is Associated with Autosomal Recessive Catecholamine-Induced Polymorphic Ventricular
Tachycardia in Bedouin Families from Israel” (2001) 69 American J Human Genetics 1378.

'%This was in fact the purpose of the Human Genome Diversity Project established in 1993 to describe
and understand the 1% difference and diversity in human genomes illustrated by many of individual
and population level differences. It aimed to collect biological samples from different population
groups throughout the world, with the intention of building a representative database of human genetic
diversity. It caused violent reactions from many of the indigenous groups targeted by the study, which
gave rise to a project review by the US National Research Council in 1997. Since April, 2002 a
collection of more than 1,000 DNA samples from 51 populations representing most of the world's
genome variation has been available to non-profit research laboratories through collaboration between
the HGDP and the Fondation Jean Dausset-CEPH in Paris. The HapMap project is a similar initiative.
It seeks to understand the basis of genomic variation among unaffected individuals of similar ancestry
to affected individuals by the identification of the genetic components of complex diseases and of
variation in response to environmental exposures and to drugs. The long-term goal of the International
HapMap Project, a collaborative endeavor among scientists in Japan, the U.K., Canada, China,
Nigeria, and the U.S, is to develop a haplotype map of the human genome that could shed light on the
common patterns of human DNA sequence variation. B.R. Winkelmann, “Pharmacogenomics, Genetic
Testing and Ethnic Variability: Tackling the Ethical Questions” (Sep. 2003) 4:5 Pharmacogenomics
531; L. Andrews & D. Nelkin, Body Bazaar; the Market for Human Tissue in the Biotechnology Age
(Crown Publishers, New York, 2001); L.L.Dog, “Whose Genes Are They? The Human Genome
Diversity Project” (1999) 10 Journal of Health & Social Policy 51; M. Dodson and R. Williamson
“Indigenous Peoples and the Morality of the Human Genome Diversity Project” (1999) 25 Journal of
Medical Ethics 204; H. T. Greely, “Legal, Ethical, and Social Issues in Human Genome Research”
(1998) 27 Annual Review of Anthropology 473; H. Cunningham, “Colonial Encounters in Postcolonial
Contexts: Patenting Indigenous DNA and the Human Genome Diversity Project” (1998) 18 Critique of
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In any case, the majority of the potentially susceptible groups and populations still
need to be identified. To do so, extensive genetic research must be undertaken and
carried out globally, sometimes with no clear focus on specific populations and
without restrictions based on borders. Indeed, even if the vital and obvious
importance of the group and population aspect in genetics is acknowledged—
especially in research'® —for the equitable development and distribution of the
benefits of genetic, we need to broaden our focus in taking the health needs of
individuals into account. In fact, it is our contention that a clear focus on the needs of
specific populations would be too narrow for the purpose of the global justice
framework that is required for genetics.''® Thus, the universalistic/individualistic
approach is preferable as it is compatible with the cosmopolitan focus of the

methodology of this thesis.

Anthropology 205; M.H. Crawford, “Anthropological Genetics in the 21st Century: Introduction”,
(2000) 72 Human Biology 3; M.W. Foster, “Integrating ethics and science in the International
HapMap Project” (June 2004) 5:6 Nature Reviews Genetics 467.

"% For example, the genetic component of more common conditions like breast cancer and
hypertension are being investigated in many centers, all around the world. D.H, Choi et al., “Incidence
of BRCA1 and BRCA2 Mutations in Young Korean Breast Cancer Patients” (May 2004) 22:9 J Clin
Oncol. 638; S. Sherwin, “BRCA Testing: Ethics Lessons for the New Genetics” (Feb. 2004) 27:1 Clin
Invest Med. 19; S. Malander, “One in 10 Ovarian Cancer Patients Carry Germ Line BRCA1 or BRCA2
Mutations: Results of a Prospective Study in Southern Sweden” (Feb. 2004) 40:3 Eur J Cancer 422; B.
Gorski et al., “A High Proportion of Founder BRCA1 Mutations in Polish Breast Cancer Families”
(Jul. 2004) 110:5 Int J Cancer 683; N. Kato, “Genetic Analysis in Human Hypertension” (May 2002)
25:3 Hypertens Res. 319; H.C. Hendrie et al., “Alzheimer's Discase, Genes, and Environment: the
Value of International Studies” (Feb. 2004) 49:2 Can J Psychiatry 92; R.T. Perry et al., “Investigation
of Association of 13 polymorphisms in eight genes in southeastern African American Alzheimer
disease patients as compared to age-Matched Controls” (May 2001) 105:4 American Journal of
Medical Genetics 332;

19 Especially for population studies where there is much debate on the necessity and relevance of
group consent and protection from potential harm due to improper disclosure. For more details:
National Research Council (Committee on Human Genome Diversity), Evaluating Human Genetic
Diversity (Washington D.C: National Academy Press, 1997) at 4, 63-65, on line NAP
<http://books.nap.edu/books/0309059313/html/index.htmI> (accessed June 4™, 2006); HGDP North
American Regional Committee, “Proposed Model Ethical Protocol for Collecting DNA Samples”
(1997) 33:5 Houston Law Review 1431; V. Arnason, “Coding and Consent: Moral Challenges of the
Database Project in Iceland” (2004) 18:1 Bioethics 27; M.J. Smith, “Population-based Genetic Studies:
Informed Consent and Confidentiality” (December 2001) 18:1 Santa Clara Comput High Technol Law
J. 57.

"% We refer the reader to the discussion on benefit sharing in the introduction for more details on this
topic.
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Some characterise the existing world order as a structure that institutionalises rather
than eradicates oppression, self-interest, and deception on a global scale.""' If valid,
this clearly contradicts the universal conception of justice promulgated here. If we
start with a cosmopolitan model of moral reciprocity in which all individuals are seen
and treated as equals, we cannot adequately address the hierarchy and inequities
present in the world.'"? Instead, the criteria of distributive justice actually prevailing
domestically should be applied to the world for the satisfaction of the just interests of
all individuals.'” In practice, this should happen through the promotion of a
cosmopolitan institutional reform that would directly influence the choice and design
of the norms that regulate property and cooperation. Such an institutional approach to
moral cosmopolitanism requires that the world as a whole provide the context for
determinations of justice.''® This certainly appears as a long-term goal in the actual
global reality due to the limited enforcement capability of institutions on the
international scene. However, this does not mean that we should not pursue such an

ideal. As clearly stated by Buchanan,

fa]lthough at present it is unrealistic to expect that the
international legal order can do much directly to achieve
distributive justice by formulating and implementing
comprehensive principles of distributive justice, it is
nonetheless an imlportant element of the ideal moral theory of
international law. "

This issue will be addressed all through this chapter as we assess the importance of

an ideal theory.

Now that we have presented our context of analysis and demonstrated its relevance

for our core question, some of the main objections to cosmopolitanism will be

"' 0. O’Neill, Face of Hunger: An Essay in Poverty, Development and Justice (London: Allen and
Unwin, 1986) at 145; K-C Tan, “Kantian Ethics and Global Justice” (Spring 1997) 23:1 Social Theory
and Practice 53.

112 ¥ . Nielsen, “Global Justice, Capitalism, and the Third World” in J. Arthur & W. H. Shaw ed.
Justice and Economic Distribution (Englewood Cliffs: Prentice Hall, 2001) at 236.

"> C.R. Beitz, supra note 87.

" T .W. Pogge, “Cosmopolitanism and Sovereignty” supra note 84, at 97; R. Forst, “Toward a Critical
Theory of Transnational Justice” (January 2001) 32:1/2 Methaphilosophy 26.

15 A, Buchanan, supra note 25, at 203.
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addressed. The analysis and critique of the objections will be followed by the
argument for global distribution in health and the proposals for the justice claims

upon which such distribution should be based.

1.2.1. Objections to cosmopolitanism

As indicated in the previous section, a cosmopolitan view does not give absolute
priority to compatriots for the distribution of certain goods and services; instead it
focuses on equality of individual needs, regardless of nationality or geographic
location. For some, envisioning distributive justice in such a manner overlooks
important elements of state autonomy and the special relationship that prevails
between people from the same community. The purpose of this section is thus to
consider and refute these criticisms, arguing that the importance of access to health
transcends boundaries and that the universal aspect of health is demonstrated by the

fact of global interdependence.

1.2.1.1. From the defenders of state sovereignty and
autonomy

A common critique of cosmopolitanism is that it fails to adequately acknowledge the
concept of state sovereignty. Many consider states to represent the principal
independent ethical institutions in the world.""® They are autonomous bodies that
have the power to exercise control and enforce rights over their territory and over
their citizens. The sovereignty of states is a basic principle of international law'"’
which provides that all states are juridical equals, despite important differences in
political and economic power. Consequently, states have the autonomy to set up their

own domestic rules and exercise political coercion, but may concede part of their

" M. Frost, Towards a Normative Theory of International Relations (Cambridge: Cambridge
University Press, 1986) at 177-183; M. Frost, Ethics in International Relation: A Constitutive
Theory (Cambridge: Cambridge University Press, 1996) at 150-155.

"7 This concept has been codified in the Charter of the United Nations, 892 U.N.T.S. 119, art. 2(1):
“The Organization is based on the principle of the sovereign equality of all its Members.”
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sovereignty by voluntarily agreeing to comply with international norms. Thus, often
stimulated by self-interest, states can freely decide whether and how they choose to
participate in the establishment and preservation of international norms that deal with
issues arising beyond national boundaries and jurisdictions. Such a perspective
exemplifies the concept of political freedom that accentuates the role of the nation-
state and presupposes that every state is driven by its own national interests, such as
preserving its political autonomys, its territorial integrity, and expanding its economic

system.

However, this so-called realist vision of the state only represents one way of
envisioning the role of nations. As they exist today, states lack unlimited sovereignty,
notwithstanding any desire they may have to pursue their own interests in the creation
or support of international obligations and institutions. International treaty obligations
and the new existing global order confine nation-states to a more limited conception
of sovereignty, the limits of which are partially determined by their respective
political and economic positions. For example, nation-states may be restricted with
respect to how they deal with other states, how they respect human rights, and how
they enforce their international obligations depending on their political situation, their
economic power and on the strategies adopted by other very powerful non-state

11
actors. 8

Advocates of state sovereignty accord significant ethical and moral weight to state
boundaries and autonomy despite the cosmopolitan argument that they are
“historically determined but morally arbitrary features of the earth’s political
geography”.''® Some statists believe that each sovereign and autonomous state has a
certain responsibility for any underdevelopment and poverty, arguing that such
conditions are often directly related to internal, structural, and political problems and
traditions. They believe that the cosmopolitan ideal, which considers the global

context as the basis for justice, is utopian and would violate the limited but important

" 0. O'Neill, “Agents of Justice” (January 2001) 32:1/2 Metaphilosophy 180.
' C. Beitz, “International Justice: Conflict” in L.C. Becker & C. Becker, eds., Encyclopedia of
Ethics (London: Garland, 1992) at 623.
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degree of domestic, institutionalised social cooperation that some states have
reached.'?® This leads some to believe that only states’ citizens are entitled to be
compensated for deprivation with the application of principles of distributive justice
and economic egalitarianism. These same criteria do not apply on the international
scene where they think that only some sort of minimal threshold of absolute
deprivation should be compensated.'*! However, those opponents of cosmopolitanism
do not seem to acknowledge the increasing economic and political interdependence
among states at present, which causes states to lose part of their sovereignty due to
globalisation.'? Indeed, this is giving rise to an entirely new and sophisticated global

order.

Another critique of cosmopolitanism originates from a sense of nationalism and is
based on the idea that cosmopolitanism fails to recognise the value of individuals’
rights and affiliations to their community as constituting a crucial part of the
enjoyment and satisfaction of life.'” Some, like Drahos, argue that even if we can
observe interdependence between states in various sectors, it does not mean that those
states are forming a system of mutual cooperation. ' Indeed, various elements
characterise nationality as compared to other sources of collective identity: the fact
that nationality develops from a shared belief in its existence, distinct rules, cultural
conceptions, and values; its origin in history; its connection to a specific geographic
region; and its reflection in individuals’ distinct and subjective identification. '’
Nations are thus viewed as major sources of solidarity, crucial in circumscribing

specific duties of aid, assistance, and support to other citizens and therefore helpful

for domestic justice. Nationalism thus allows individuals to forge bonds as they share

120.C. Jones, supra note 78.

12l M. Blake, “Distributive Justice, Sate Coercion and Autonomy” (2001) 3 Philosophy & Public
Affairs 257, at 264.

'** E.R.Gold et al., “The Unexamined Assumptions of Intellectual Property: Adopting an Evaluative
Approach to Patenting Biotechnology Innovation” (October 2004) Public Affairs Quarterly 299.

12 C R. Beitz, supra note 55, at 290-291.

124 p, Drahos, A Philosophy of Intellectual Property (Adelshot: Darmouth Publishing Company,
1996) c.8, at 170-198.

12C. Taylor, Reconciling the Solitudes (Kingston & Montreal: McGill-Queens, 1993) ¢. 3; D.
Miller, “The Nation-State: a Modest Defence” in C. Brown, ed., Political Restructuring in Europe,
Ethical Perspectives (NewYork: Routledge, 1994) c. 7, 1367, at 141.
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a similar sense of identity'*® and is also often perceived to be the guardian of distinct
cultures that may not be recognised at the global level.'*’ It therefore rejects the idea
of a world group to which duties of distributive justice can be applied. Nevertheless,
it is worth noting that cosmopolites do not necessarily argue for the abolition of
states. What they oppose are boundaries that systematically inflict injustices on
outsiders and the existence of restrictive domestic welfare schemes and citizenship
rights “held by persons qua citizens rather than directly or exclusively qua human
beings.”'*

A good illustration of an ideology that would counter cosmopolitanism is set forth by
Rawls in his treatment of international relations and global justice obligations in his

Law of People, which includes some of the critiques described above.

1.2.1.2. Rawls’ Law of People and international justice

As discussed above, Rawls’s Theory of Justice from 1970 is one of the most well-known
treatments of justice in the last fifty years. His theory established the principles of distributive
Justice, but they were applicable only to individual states, a circumscribed context where it
would be possible to identify social cooperation from which rights and duties arise. In The
Law of People, Rawls offers an extension of his theory of justice beyond the individual state.
Rawls changes his theoretical contract mechanism for the specific context of international
Justice and the parties become representatives of peoples, rather than individuals or persons,
who make choices about terms of cooperation that are “fair to peoples and not to individual

persons.”?” Individuals are not the relevant, moral players in the global setting since their

126 C. Brown, supra note 61, at 180; O. O’Neill, “Justice and Boundaries” in C. Brown, ed., Political
Restructuring in Europe: Ethical Perspectives (London: Routhledge, 1994) at 85.

127 J. Carens, “Migration and Mortality: A Liberal Egalitarian Perspective” in B. Barry & R.E. Goodin,
eds., Free Movement (Hemel Hempstead: Harvester Wheatsheaf, 1992) at 23; R. Forst, supra note 116.
' D. Harris, Justifying State Welfare: the New Right Versus the Old Left (Oxford: B. Blackwell,
1987) at 147; S. Caney, “Cosmopolitan Justice and Equalising Opportunities” (January 2001) 32:1/2
Metaphilosophy 113.

122 1 Rawls, supra note 81, at 17.
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distributive justice claims have already been taken into account at the domestic level, where

justice principles are constructed independently from principles of global justice."*’

For Rawls, peoples are self-contained societies, but are not necessarily liberal

11 This means that hierarchical societies can be considered as

democratic societies.
people (qualifying as well-ordered societies) for the application of the law of people,
a notion which is problematic.'® Rawls views peoples rather than states as the
primary agents of justice at the international level. He argues that peoples differ
from states in three fundamental respects: peoples do not have the right to go to war
to further their interests, they must meet certain minimal standards in their internal
affairs, and they are fully prepared to grant the very same respect and credit to other

peoples as equals.'*® However, his description of peoples is very similar to the

definition one would give of states:

Liberal peoples do, however, have their fundamental interests as
permitted by their conceptions of right and justice. They seek to
protect their territory, to ensure the security and safety of their
citizens, and to preserve their free political institutions and the
liberties and free culture of their civil society.'*

The equality project supported by Rawls on the global scene is a political equality of
just or decent peoples, mainly structured as states, not an equality of persons as
typified by cosmopolitanism. The main objective of Rawls’ theory of international
justice is to push societies to the point where it becomes possible for them to support
just and decent institutions. The focus is not on the material comfort and well-being
of persons individually, but more on achieving a world of peaceful and decent

societies. In such a world, justice issues are not triggered by inequities between

130 A Kupler, supra note 83.

! For interesting discussions on Rawls's international theory of justice, refer to: F. Teson, “The
Rawlsian Theory of International Law” (1995) Ethics and International Affairs 79; T. Pogge, “An
Egalitarian Law of Peoples” (Summer 1994) 23 Philosophy and Public Affairs 211; D. Moellendorf,
“Constructing the Law of Peoples” (June 1996) Pacific Philosophical Quarterly T7.

12 We will not analyse the scope of Rawls’ definition of people here, but for an interesting discussion
on this aspect, refer to F.R. Teson, /bid. and A Kupler, supra note 83.

133 J. Rawls, supra note 81, at 25, 26 and 35.

"% Ibid .at 29.
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individuals who live in different regions of the world. '** The international
redistribution Rawls calls for is not a consequence of the principles of cosmopolitan
global distributive justice. It deals instead with the global institutional structure and
with the political and economic effects it can have on states and on their ability to
continue implementing their principles of national justice."*® It arises from an ideal
conception of an international order that would be composed of distinct and
independent, decent and autonomous domestic societies that cooperate on the basis of
a similar conception of international justice, which would include a duty of mutual
aid."’ In fact, Rawls argues for a simple duty of assistance toward burdened societies
in cases of extreme emergency and to help them develop their economy and reach the
minimum requisite standard of internal organisation for their basic development and
satisfaction of their populations’ interests.'*® Rawls refuses to transpose his domestic
“difference principle” (any inequities should be to the greatest advantage of the least
well off persons) at the global level as he considers it unacceptable for certain peoples

to bear the burden of decisions made by other peoples.'*

As clearly explained by Buchanan, Rawls likely adopted such international principles
instead of principles of global distributive justice due to the lack of institutions and
resources to implement the latter principles at the global level and the insufficient
consensus on the nature of ideal principles of justice that exist among different
peoples. '** Also, Rawls believes that most obstacles to a society’s sustainable
economic and social advancement involve its own internal structure, culture, and
tradition rather than its natural resource endowments or position in the international
political economy.'' Such arguments require prioritisation of national citizenship

and a focus on individual societies as opposed to individuals who live in the global

1% C.R. Beitz, supra note. 87

36p, Drahos, supra note 124, c. 8

B7CR. Beitz, “Social and Cosmopolitanism Liberalism” (1999) 75:3 International Affairs 515; W.
Hinsch, supra note 137.

1% ). Rawls, supra note 81, at 76.

%% . Rawls, Ibid. at 118-120; T.W. Pogge, “Moral Universalism and Global Economic Justice” (2002)
1:1 Politics, Philosophy and Economics 29; O. O’Neill, supra note 82; W. Hinsch, supra note 137.

149 A Buchanan, “Rawls’s Law of Peoples: Rules for a Vanished Westphalian World”, supra note 56.
11 5. Rawls, supra note 79, at 74-77 and 105.
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international order. More importantly, they also call for a limited duty of assistance

to burdened societies with a clear starting and cut-off point.

1.2.2. Reasons for envisioning distributive justice on a global scale:
a response

Certainly, once we accept the case for a
rights-based “welfare state”, we are, [...]
morally constrained to go ‘“beyond the
welfare state” to respect the same rights to
optimum need-satisfaction on a global
scale.'?

The opposition to cosmopolitanism demands a focus on the domestic level and
refuses to consider the global order as a superior context for distributive justice. In
this next section, the limited statist focus of justice issues will be critiqued and
compared to a scheme in which the principles of distributive justice are based upon
global cooperation, which may emerge from increasing international globalisation

and interdependence.

1.2.2.1. The limits of boundaries and the reality of the
global order

A cosmopolitan account of justice requires the recognition of the limits of the existing
global order and its failure to consider every individual’s interest. If we believe that
each human being is entitled to equal consideration, the prevalence of such great
poverty in the world must be considered problematic. Therefore, the assumption
that international justice necessarily presupposes the existence of states—and is
simply an additional topic to justice issues arising within isolated well-ordered

societies that are delimited by clear boundaries—overlooks the actual state of the

"> L Doyal & I Gough, supra note 92, at 142 quoting G. Myrdal, Beyond the Welfare State (New
Haven: Yale University Press, 1960).
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world. Instead of recognising each person as a unit of moral concern, rights and
privileges are granted to people according to their citizenship and where they are
geographically located. Nevertheless, the actual international socio-political situation
clearly shows that many states are not only very ineffective at protecting justice
within their boundaries, but often are also very unsuccessful at securing it outside of
their territory. Hence, states are not necessarily the only or best actors to protect
justice; indeed, it would be inaccurate to describe the current international
environment as various states united by voluntary mutual-assistance endeavours that
are promptly undertaken. If each human being has a right to be free from the
suffering and indignities of poverty, it is unacceptable to contain redistribution
within nation-state boundaries, as such limited view threatens to leave many

TR . . . . . 14
individuals from very poor societies in great deprivation.'®

Our increasingly interdependent world is characterised by intense de-territorialisation,
the spread of social relations across borders,'* global capital and commodity
markets,'*> and the rising power of multinational companies and other non-state
authorities.*® Therefore, foreigners are people with whom we do more and more
business and trade in various sectors and with whom we collaborate and are involved
in different economic, political, and cultural levels and settings. An unambiguous
division between the national and international sectors becomes impossible and the
vision of states as privileged actors in the realisation of normative ideals is also
untenable. It is thus increasingly difficult to argue that considerations of distributive
justice should be confined to existing state boundaries without referring to the
broader context of their close connections with other foreign agents.'®” In other
words, if we consider distant strangers as very involved in our politico-economic
reality, we should not be entitled to adopt a different standard and ignore their
presence when establishing a framework of distributive justice. Consequently,
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