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FEW YEARS AGO, I taught an undergraduate 
course in medical ethics in which one of 

the students was a young woman from 
Uganda. One day, the class became 
engaged in a heated debate about the 

right to terminate treatment. The discussion cen
tered on a case involving a teenaged boy who had 
end-stage cystic fibrosis. The boy's mother 
argued vehemently for continued ventilator sup
port, whereas the boy himself begged the medical 
team to let him die. The class disagreed passion
ately about who should be allowed to make the 
decision, the parent or the teenager. 

I noticed that my Ugandan student (who had 
been fairly quiet in the class until then) was shak
ing her head, as if in amazement. When I asked 
her what she was thinking, she said, "In my 
country, if you had the treatment, you'd use it! 
How amazing it is to be in a country where the 
ethical debates are all about when to say too 
much is too much, and not about why some peo
ple have no treatment at all." 

In Bioethics and the Common Good, her 2004 
l'erc Marquette Theology Lecture at Marquette 
University, Milwaukee, Lisa Sow Ic Cahill argues 
that what happened in my classroom that day has 
happened gradually in the field of Christian 
bioethics over the latter pail of the 20th century.' 
As it has faced the challenges of globalization, 
bioethics has begun to shift its lens away from a 
narrow concern for the bedside—away, that is, 
from the morality of decisions made by individual 
patients and their physicians—to take seriously 
the multiple and unequal worlds of health care 
within which choices are made about how we will 
live and how we will die, what we will invest in, 
what ends medical science will seek, and how new 
technologies will be used. 

Increasingly, the lens through which we view-

medical decision making presupposes the interde
pendence not only of individuals within families 
or communities but also the interdependence of 
communities, regions, nations, and continents. 
As a consequence, caregivers have begun to 
appreciate to a new degree the way in which 
health care choices are embedded, emerging 
within and responding to ever larger and more 
complex "webs of life." 

Moreover, as Christian ethicists have confront
ed the complexity and enormity of the AIDS pan
demic, they have become more attentive to the 
multiple factors that account for vastly differing 
vulnerabilities to infection and death, including 
deeply entrenched patterns of wealth and pover
ty, long-term political and social instabilities, 
global economic systems that favor the interests 
of Western industrial nations, and the role of cul
tural and religious norms concerning sexuality 
and gender. More than anything else, AIDS has 
made obvious the limits of bioethical approaches 
that privilege individual autonomy while ignoring 
the questions of social justice raised by persistent 
A\\d, in some cases, growing disparities in access 
to health care and other basic human goods. 
Today, Christian bioethics is pressed not so much 
to abandon its foundational commitment to pro
moting the dignity of each human person but, 
rather, to ask what that commitment entails in 
the context of a global common good. In other 
words, bioethics has become ever more self-con 
sciously social ethics.-' 

One way to explore the significance of this shift 
is to consider the development of genetic tech
nologies in light of the multiple and unequal 
worlds of health care that exist both here in the 
United States and around the world. Although 
progress from research to clinical application has 
been slow, few advances in science and medicine 
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hold more promise for alleviating human suffer
ing and advancing understanding of health and 
disease than the Human Genome Project 
(HGP), the 13-year effort funded by the U.S. 
Department of Energy .WK\ the National 
Institutes of Health (NIH ) to map and sequence 
the human genome.' 

Since publication of the complete sequence in 
April 2003, the human genome has been called 
the "code of codes," the "book of life," and "sci
ence's holy grail." Still, even though much has 
been written on the HGP's social and ethical 
implications, there has been relatively little reflec
tion on the potential for a "genomic divide" 
between what the Princeton molecular biologist 
Lee Silver, PhD, calls the "genrich" (those who 
will have access to genetic breakthroughs) and 
the "gennaturals" (those who will live with the 
natural lottery) in the United States and, in the 
larger world, between nations that are rich in 
genomic technology and those that arc not.4 

Bioethics literature is full of debates concern
ing genetic privacy and the dissemination and use 
of genetic information. Rarely, however, have the 
questions pressed upon Christian bioethics by 
what we Catholics call the "option for the poor" 
been considered in a serious and sustaineel way. 
Such questions include: 

• How will advances in genomics improve 
health in developing countries, particularly those 
areas already ravished by AIDS? 

• How are genetic investments likely to atYect 
health care for the more than 45 million people in 
the United States who are currently uninsured or 
underinsured? 

• What values will govern our decisions con
cerning who will reap the benefits of the genetic 
revolution MK\ who will bear the burdens? 

When emerging genetic technologies are 
viewed through the lens of the Roman Catholic 
social tradition, it becomes clear not only why 
these questions are important but also why they 
deserve to be at the center-rather than at the 
margins—of our ministry's analysis.' 

GENOMICS AND THE " 1 0 / 9 0 GAP" 
The HGP is likely to revolutionize the wax 
medicine is practiced because it will allow for the 
identification of genetically based vulnerabilities 
(perhaps even before birth) and the use of infor
mation about individual genetic variations in pre
scribing drugs and choosing doses, and because it 
will eventually allow the development of thera
peutic interventions on the genetic level." 

On the face of it, it may be hard to imagine 
what relevance such developments might have for 
areas of the world whose annual health care 

expenditures are, for example, less than the cost 
in U.S. dollars of a single diagnostic test for 
inherited susceptibility to breast cancer. What rel
evance would a tesi thai currently costs between 
$300 and $3,000 have for countries like the 
Democratic Republic of the Congo, which in 
2002 spent $15 per capita on health care; Sierra 
Leone, which spent $27 per capita; or Rwanda, 
which spent $48 per capita?" It is undeniable that, 
in many regions, access to basic health care, clean 
water, adequate nutrition, maternal and child 
care, and the means to prevent and treat 
11IV A11VS are tar more pressing problems than 
whether affordable genetic testing for osteoporo
sis will become available.' Vet emerging interna
tional voices, including voices from developing 
countries, suggest that assuming the irrelevance 
of genomics for low -income areas is dangerous in 
ai least two ways: 

• It overlooks the relation between the values 
that govern investments in medicine and public 
health generally and the values that will govern 
investments in genomics 

• It underestimates the potential contribution 
of genomics to global public health goals 

Genomics and World Health, a 2002 report 
published by the World Health Organization 
(WHO), begins by acknowledging what is often 
called the " 10/90 gap," the tact that "90% of 
health research dollars are spent on the health 
problems of 10% of the world's population."9 

According to WIIO. several features of genomics 
research reflect and potentially exacerbate this gap: 

Most genomics research was initially under
taken in the public sector of developed 
countries. But a recent survey reports that 
private company spending on genomics has 
overtaken and is now substantially higher 
than government and not-for-profit spend
ing. The concentration of research funding 
in developed countries as well as in the pri
vate sector has implications for setting 
research priorities .xnd for accessing the 
products of research. . . . The private sector 
does not invest in research aimed at diag
nostics or therapeutics for diseases that are 
predominant in developing countries 
because the populations that are afflicted 
and most likely to need them do not have 
purchasing power. In order to ensure high 
returns on their investments, companies 
tend to focus their research and develop
ment efforts on products aimed at diseases 
and health problems that are most preva 
lent among the populations of the devel
oped count lies.'" 

The "genrich" 

are more likely 

than others to 

benefit from 

genomic science. 
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Justice and Genetics: Whose Holy Grail? 

The World Health 

Organization has 

noted that of the 

1233 new drugs 

marketed between 

1975 and 1999, 

only 13 were 

approved specifi

cally for tropical 

diseases. 

In 1997, W H O estimated that low- and medi
um-income countries accounted tor only 20 per
cent of the global pharmaceutical market, even 
though they made up over 80 percent of tlie-
world's population." In 2004, the United States 
continued to dominate the world pharmaceutical 
market, accounting for 35 percent of newly intro
duced products; Western European countries 
accounted for another 41 percent.'-' According to 
one industry forecaster, biotechnology drugs 
accounted in 2004 for 27 percent of those in the 
active research and development "pipeline" and 
for 10 percent of the global pharmaceutical mar
ket. 

Even public research funding is driven in large 
part by market concerns through the increasingly 
common partnerships between government and 
private industry. As Genomics and World Health 
points out, "public research programs . . . tend to 
be focused on diseases such as cancer and cardio
vascular diseases that are priorities in developed 
countries" whose economic interests drive global 
medical research agendas." As W H O has said: "It 
has been estimated, for example, that pneumonia, 
diarrhea, tuberculosis and malaria, which togeth
er accounted for more than 20% of the disease 
burden of the world, receive less than 1% of the 
total public and private funds devoted to health 
research. . . . It was also estimated that in 1998, 
out of the USS70 billion global spending on 
health research, only USS300 million was direct
ed to vaccines for HIV/AIDS and USS 100 mil
lion to malarial research."14 

A study by the Wellcome Trust in the United 
Kingdom estimated that malaria research in 1998 
worldwide totaled S84 million. Since malaria 
killed between 1 and 2 million people that year, 
the total investment amounted to approximately 
S42 of research spending per malaria death." 
Despite recent increases in international commit
ments to battle diseases that disproportionately 
affect the developing world, funding for diseases 
like malaria remains inadequate, said Jeffrey 
Sachs, director of the Earth Institute at Columbia 
University. Although lauding signs of progress, 
Sachs noted that, during its first round of fund
ing in 2002, the UN Global Fund to Fight AIDS, 
TB, and Malaria committed only S22 million 
(out of a S616 million total) for malaria pro
grams.16 

Just as research priorities are heavily driven by 
the economic interests of nations in the world's 
industrial north, so also are the products of 
research. W H O noted that "of the 1,233 new-

drugs marketed between 1975 and 1999, only 13 
w ere approved specifically for tropical diseases. 
Furthermore, of these, six were developed by 
WHO, United Nations Development Program 
(UNDP) and UNDP/World Bank/WHO-sup-
ported Special Program for Research and 
Training in Tropical Diseases."'" Even a quick 
glance at the best-selling drugs in the world mar
ket for 2004 illustrates the predominance of "rich 
country" investments: Cholesterol-lowering 
drugs led the market, with sales of S30 billion 
(led by Lipitor, with sales totaling S12 billion), 
followed by anti-ulcerants. treatments for cardio
vascular And central nervous system disorders, 
antidepressants, and antihypertensives.1'' Industry 
analysts look to cancer drugs for the next big 
boom; according to IMS Health, "oncology pro
jects accounted for almost 30% of the total indus
try R&D pipeline as of February 2005." IMS 
Health predicts that the "cancer market will be 
worth more than $40 billion by 2008." 

INEQUALITY BEGINS AT HOME 
Some experts fear that concentration of invest
ments in genomics in high-income, developed 
regions will skew genomic research dispropor
tionately toward the development of potentially 
lucrative products. These concerns are at least ini
tially borne out by present patterns of research 
activity. According to the U.S. Department of 
Energy, there were in 2002 600 clinical gene-
therapy trials involving 3,500 patients going on 
worldwide. The vast majority of these trials were 
located in the United States (81 percent |, fol
lowed by Europe (16 percent). Most trials focus 
on various types of cancers.'1' 

Some critics have charged that the "10/90 
gap" is a red herring. They argue that—given ris
ing rates of obesity and obesity-related health 
problems worldwide, as well as rising rates of can
cer in developing countries—distinctions between 
"rich country" and "poor country" diseases arc 
misleading. They say, moreover, that the disease 
burden in developing countries is more a func
tion of poverty and poor public health infrastruc
ture than a lack of research and development 
efforts aimed at the diseases that predominate 
there. Diseases such as tuberculosis, malaria, and 
schistosomiasis, these critics argue, are both pre
ventable and treatable with existing methods.20 

But such objections miss the point of high
lighting the gap between investments in rich 
countries, on one hand, and poor-country priori
ties, on the other. When profitability exclusively 
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(or even overwhelmingly) drives research priori
ties, the products that arc available are not only 
determined by market attractiveness but also are 
frequently priced beyond poor countries* means. 
Moreover, the prevailing market ethos presumes 
a producer/consumer posture toward genomics 
rather than >m appreciation for genetic advances 
as public or "common" goods. 

Such a posture results in multiple built-in disin
centives to invest in public-health oriented or 
public-interest research. Following the publica
tion of Genomics and World Health, 28 health 
research experts, either from developing coun
tries or specialists in public health there, were 
asked to name the "top ten biotechnologies for 
improving health in the developing countries." At 
the top of their list were "modified molecular 
technologies for affordable, simple diagnosis of 
infectious diseases and recombinant technologies 
to develop vaccines against infectious diseases."21 

The respondents also mentioned technologies for 
more efficient drug and vaccine delivery systems 
and for environmental improvement, such as new 
approaches to sanitation and bioremediation. 

However, existing market realities discourage 
investment in products such as the infectious dis
ease vaccines that the developing world especially 
needs. Ruth Levine, of the Washington, DC-
based Center for Global Development, has 
described some of the reasons why the develop
ment of such vaccines is unattractive to pharma
ceutical companies. According to Levine, 'Vac
cines make up less than two percent of the $340 
billion global pharmaceutical market."22 The 
"developing country vaccine market" is even 
smaller, "a mere $500 million or about one-tenth 
of a percent of annual global pharmaceutical 
sales." As a result, the number of big companies 
undertaking research on new vaccines has 
declined significantly over the past 20 years. Only 
three firms in the United States are licensed to 
produce childhood vaccines today (versus seven 
in the 1980s), and those three hesitate to invest 
in vaccines that would primarily be sold to cus
tomers in low-income countries. 

Levine argues that limited research subsidies 
may work to hamper, rather than facilitate, devel
opment of solutions to medical problems that 
afflict the developing world. For example, a 
recent study by GlaxoSmithKIine scientists, fund
ed in part by the Rill and Melinda Gates 
Foundation, is showing some promise for the 
prevention of malaria. However, Levine notes, 
public and private donors must "pick a winner" 

early. As a result, other vaccine candidates, which 
in principle could prove to be even more effec
tive, may never be developed. 

Moreover, the introduction of new and highly 
sophisticated treatments risks simply exacerbating 
existing inequities. Audrey Chapman, PhD, a 
bioethicist with the American Association for the 
Advancement of Science, uses the case of inheri
table genetic modifications—technologies allow
ing for the modification of a set of genes that can 
then be transmitted to one's offspring—as an 
illustration of the problem. :! Although Chap
man's topic is the introduction of genetic tech
nologies into U.S. health care, the point she 
makes-about the relationship between factors 
conditioning access to highly sophisticated, high-
cost treatment, on one hand, and factors likely to 
condition access to high-demand genetic tech
nologies, on the other—is valid for thinking about 
access to genetic advances in general. 

In asking whom technologies are this sort are 
likely to benefit, Chapman suggests that the 
answer will be found by taking into account the 
interplay of four factors: long-standing patterns 
of inequalities of access to health care; a nonexis
tent system of universal health care; a projected 
scarcity of the availability of genetic services rela
tive to demand; and the likely high cost of such 
interventions.:! 

Chapman notes the obvious facts about the 
current U.S. health care system: 

Problems in obtaining access to health care 
are unfairly distributed throughout our 
society. Blacks, Hispanics, and other 
minorities tend to receive lower quality 
health care than whites do . . . as a result of 
lower incomes, inadequate insurance cover
age, and the absence of doctors in their 
areas of residence. Minorities are far more 
likely to be uninsured as compared to 
whites: Minorities comprised 46 percent of 
the uninsured in 2000, although these 
groups represented only 24 percent of the 
United States population. In 2001, 37.7 
percent of the uninsured were Hispanic 
and 20.2 percent African American, com
pared to 14 percent who were white.25 

Furthermore, various studies have documented 
a significant "therapeutic discrimination" in the 
type and quality of health care that U.S. minori
ties receive. A 1999 Institute of Medicine (IOM) 
report concluded that "racial and ethnic minori-

Market realities 

discourage 

Investment In 

pharmaceutical 

products that the 

developing world 

especially needs. 
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Justice and Genetics: Whose Holy Grail? 

High-demand 

genetic therapies 

are likely to be 

very costly, avail

able only to those 

willing and able to 

pay for them. 

ties in the United States receive notably lower-
quality health care, even when they have the same 
incomes, insurance coverage, md medical condi
tions as whites."26The differences were especially 
significant for high-technology interventions, 
such as organ transplants and open heart surgery. 
An earlier IOM study (The Unequal Burden of 
Cancer: An Assessment of Nil I Research and 
Programs for Ethnic Minorities and the 
Medically Underserved) had raised similar con
cerns about inequities in research priorities. It 
concluded that NIH funding for research target
ing minority and medically underserved popula
tions was both inadequate and unequal in com
parison to research targeting nonminority popu
lations.27 

Considering these findings, it seems safe to 
assume that "current limitations on access to 
health care, particularly high technology interven
tions, will also likely operate with respect to 
genetic services."'* High-demand genetic thera
pies, as well as enhancement interventions, are 
likely to be both very costly and (like in vitro fer
tilization and other reproductive technologies! 
available only to those who are willing and able to 
pay for them. Even if universal health coverage 
were to be adopted in the United States, under
writing access to some forms of genetic services 
(e.g., gene therapy for muscular dystrophy), cur
rent practice suggests that "the very groups who 
currently lack access to medical care, the poor 
and ethnic and racial minorities, are likely to still 
be disadvantaged."'" 

Unless our nation addresses underlying factors 
in disparities in access—such as the feet that both 
health care facilities and professionals tend to be 
located more often in areas where nonminority 
people live than in those where minority people 
do—claims made about the promises of genetics 
for advancing health for all are apt to be false, or 
at least only partially true."' 

The factors accounting for disparities between 
high- and low-income nations in medical re
sources and research benefits differ from those 
accounting for disparities between high and low-
income groups in the United States. Still, they 
suggest that disparities in access to emerging 
genetic technologies are likely to have similar 
causes. Products have been developed and mar
keted to treat diseases, such as cancer and hyper
tension, long characteristic of developed nations. 
Today those illnesses are beginning to turn up in 
developing countries. Will those countries have-
access to new antihypertensive and anticancer 

products: Not if the conditions that made access 
to high-cost, high-demand therapies for H I V / 
AIDS virtually impossible in so many areas con
tinue to prevail. 

GENOMICS, HEALTH, AND THE COMMON GOOD 
Those who argue for equitable access to the ben
efits of genomic research make two crucial 
assumptions: first, that therapeutic advances in 
genetics are the fruit of a common human her
itage; second, that access to health care is neces
sary for the protection of human dignity and the 
promotion of the common good. One can argue 
that the HGP is a "global public good" without 
referring to any particular religious tradition; and 
arguments defending equitable access to health 
care do not depend on religious convictions. Vet 
there is in Catholic social thought a rich tradition 
concerning the meanings of both health and the 
common flood that provides an invaluable re
source for reflecting on the challenges described 
above. 

The Second Vatican Council defined the com
mon good as "the sum of those conditions of 
social life which allow social groups and their 
members relatively thorough and ready access to 
their own fulfillment."'1 The common good is the 
"comprehensive human good of all who make up 
society," encompassing all the spiritual and mate
rial aspects that make possible a full and dignified 
human life. The common good concerns, in the 
words of the Catholic philosopher Jacques Mari-
tain, the "common good of human persons. . . 
their communion in good living."1 It is realized 
when prevailing social institutions function inter
dependent!}' for the promotion of, among other 
things, "strong family life, strong educational 
institutions, rich cultural and artistic activity," 
and the "provision of material goods sufficient to 
meet the needs of all members of society and to 
allow participation in the civic community." : : 

Although St. Thomas Aquinas did not himself 
develop a full theory of the common good, the 
roots of this understanding of the relationship 
between civic participation and human flourish
ing come from his account of the natural orienta
tion of the self toward community. As Susanne 
M. DeCrane has noted, "for Aquinas, morality 
emerges from and in a communal context. The 
inherent sociality of the human person results in 
some form of society or community being the 
context in which the person has the best hope of 
growing in her goodness and happiness. Human 
society exists (not as an end itself but) in order to 
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facilitate and promote the common good of the 
group because in so doing the circumstances and 
necessities of full human life can be provided for 
all members."34 

From this understanding of the human person 
as essentially communal. Catholic social thought 
advances a conception of justice as relational and 
mutual.33 What is required of individuals, institu
tions, and the social order is specified by the con
crete needs of individual persons as they seek to 
achieve fully human membership in various com 
munities. For this reason, "basic justice demands 
the establishment of minimum levels of participa
tion in the life of the human community for all 
persons.""'As DcCrane puts it, "society is or
dered toward .m equity in the distribution of the 
goods of the group if it is to fulfill its reason for 
existence."" It is in this context that the right to 
adequate health care—as well as claims to a fair 
share of the benefits of genomics research—is to 
be understood. Adequate health care and protec
tion from the threat of disease are human rights 
precisely because they are necessary tor the full 
realization of human potential and tor the fulfill
ment ot social responsibilities. 

When social institutions or policies fail to 
guarantee equitable access to the means for a dig
nified human life, justice will demand preferential 
treatment for those whose basic needs are not 
being met. Indeed, for Catholic social thought, 
the state of the least well-off stands as a challenge 
to and an indictment of all proposals tor social 
organization. A preferential option for the poor 
entails a responsibility to examine social, econom
ic, political, and cultural institutions and practices 
in light of the general requirements of human 
flourishing and to evaluate social policy from the 
perspective of those who are variously marginal 
ized within the present order. What is at stake in 
"opting for the poor" is not simply trying to 
"change who is on top" but attending to the con
stellation of factors—poverty, geography, race, or 
gender—that systematically undermine full partic
ipation. The goal is to include those who have 
been marginalized in .m order oriented tow aid 
human development in common. 

If concerns about a growing "genomics 
divide" (domestically as well as globally I are at all 
well-founded, they join more general concerns— 
about growing gaps between rich and poor, 
between prosperous nations of the industrial 
northern hemisphere and sustenance-level nations 
of the south—that can be found in much Catholic 
social teaching, especially in contemporary social 

encyclicals such as Solicit it do Rei Socialis and 
Centesimus Annus. It was in light of such grow 
ing divides that the U.S. Catholic bishops argued 
in their 1986 pastoral letter on the economy that 
"the obligation to provide justice for all means 
that the poor have the single most urgent eco
nomic claim on the conscience of the nation."' 

But what exactly does it mean to provide "jus
tice for all" in the context of genetic research and 
technology? What might "justice as participa
tion" imply for how we value medical Interven
tions or how we distribute medical goods, partic
ularly as we are increasingly aware of a common 
good that is global in scope? 

In Harnessing the Promise of Genomics, the 
Catholic Health Association has identified four 
key principles for reflecting on the obligations of 
justice with respect to genomic advances: respect 
tor human dignity, relationality, solidarity, and 
subsidiarity/' These principles are not incompati
ble with the familiar principles of medical ethics. 
Respect for human dignity—for the fundamental 
equality of all human persons as imago fifcf (as 
representing the image and likeness of God)— 
presupposes that we respect every competent per
son's right to make health care choices in light ot 
his or her own needs and values; it presupposes 
the right, when one is in the care of a trusted 
provider, to be neither harmed, exploited, manip
ulated, nor discriminated against on the basis of 
genetic or any other disease or disability; md it 
presupposes respect for privacy in the use of 
genetic information. 

However, as we have seen, for the Catholic 
tradition, respect for persons as such is always 
expressed within a given set of communal rela
tions. Thus, as one writer puts it, "justice 
requires that we see ourselves as bound in a 
covenant of life with life, in which human free
dom and choice is always coupled with a sense of 
social responsibility."4" The principle ot' relation -
nlity brings individual rights and duties into the 
conversation about the common good, asking 
how choices create conditions for the flourishing 
of all members of society. In the context of 
genetic technologies, a concern for relationality 
raises questions about our responsibilities to 
future generations; about how we set priorities 
for genetic research; about how we weigh the 
advantages to be gained through genetic tech
nologies against other means for addressing dis
ease, disability, and death; and about how we will 
distribute genetic services in light of the multi
plicity of needs and limitations in resources. 

What exactly does 

It mean to provide 

"Justice for all" 

In the context of 

genetic research 

and technology? 
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SOCIAL JUSTICE 

Justice and Genetics: Whose Holy Grail? 

As in other areas, 

globalization 

presses us to think 

in new ways about 

cooperation and 

governance. 

The importance of ensuring the capacity for 
humane participation in society for all members 
calls for active solidarity. As noted, the "option 
for the poor," is not an adversarial slogan that 
pits one group or class against another. Rather, it 
expresses the recognition that the extent of suf
fering by some is a measure of how far we are 
from being a true community of persons."41 

Solidarity captures the sense in which the 
claims of justice exerted by the poor enjoin not 
only our emotions but also our thinking about 
how we produce and use goods, as well as how 
we u ill organize our society. These are claims not 
simply to charity (sharing a surplus) but to jus
tice—a rightful share of what is owed to all. 
Justice will require a reorientation of the use of 
goods as well as of the way society is organized 
to meet needs in light of the claims of the poor. 
Thus, in the context of genomics, the enduring 
commitment of Catholic health care "to the dis
advantaged and our option for the poor requires 
a careful and delicate balancing—for example, bal
ancing the pursuit of the goods of genomics with 
efforts to ensure that the basic human needs of all 
our citizens (and those most in need around the 
world) are adequately met; balancing the pursuit 
of genomics with meeting the health needs of the 
poor and effecting reform of an unjust health care 
system; and ensuring that the benefits of genom
ics are as available to the disadvantaged as they 
are to all other citizens."4: 

The principle of subsidiarity recognizes that 
the common good is best promoted and protect
ed by enhancing the contribution and coopera
tion of various groups—in other words, by 
enabling various actors on different levels to act 
collaboratively. As in other areas, globalization 
presses us to imagine new ways of thinking about 
cooperation and governance as borders become 
more fluid and as we become more aware of the 
need for cooperative networks on a global scale. 
Subsidiarity pushes bioethics in two directions— 
toward the promotion of transnational participa
tor}' collaboration for equity, on one hand, and 
toward the further development of local capacity, 
on the other. These concerns encompass not only 
how partnerships might be forged between 
regions that are sophisticated about genomic 
technology and less sophisticated ones, but also 
how developments in biotechnology will interface 
with local and regional problems in health care 
delivery and infrastructure. Genomics and World 
Health makes the obvious but important point 
that "any benefits that result from genomics 

research will be irrelevant to countries that do not 
have a functioning health care system in place."4' 

Although one could say much more about the 
implications these principles have for decisions 
concerning access to genetic technologies (given 
existing global realities), the direction such an 
analysis would take should now be clear. As with 
efforts to bring affordable drugs to AIDS-ridden 
regions, strategies for mobilizing international 
cooperation for equitable access to biotechnolo
gies must include assistance for developing 
nations in addressing such basic care delivery 
issues as training, education, and community 
organization. Needed also is support for the 
development of local capacity in bioethics, so that 
decisions about the conduct of research and the 
clinical application of developments in biotech
nology incorporate and respect the religious and 
cultural values of those involved or affected. 
Some recognition on the part of the United 
States of the importance of this kind of empower
ment can be seen in the NIH-funded "Com
munities of Color and Genetics Policy" program, 
which seeks to engage minorities in policy devel
opment to address issues of particular relevance 
for African-American and Latino communities.44 

Discussing both the promises and the perils of 
global interdependence, Cahill argues that "a 
"civ ic understanding of health,' not merely a con-
sumerist one, [must emerge] at the global level if 
information and communication technologies are 
to be used not only to serve the market, but to 
envision and realize shared goods of health care 
in a newly integrated world."4S One feature of 
such an understanding of health is a critique of 
what is often called "the culture of ownership" 
that dominates the research and regulation envi
ronment in biotechnology. Many people around 
the world have been sharply critical of current 
intellectual property laws that allow patenting of 
genetic material and control the rules under 
which drugs arc produced and marketed. Such 
laws disregard the nature of genes (as naturally 
recurring information) and create monopolies on 
genetic information that are counter to the public 
interest.4'' 

The most compelling arguments in this vein 
have significant overlap with Catholic social 
teaching on the universal destination of goods. 
Critics of the rush to patenting (and the overall 
inequities involved in access to the benefits of 
genomic research) argue that the character of the 
HGP, as a multinational cooperative effort aimed 
at identifying a common genetic code, makes its 
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discoveries inherently "global public goods." 
Cahill and others have called for the creation of 
an "international or transnational forum tor cre
ating and implementing global policy" on the dis
semination and use of genetic information, a 
forum that would be inclusive ami participatory.*' 
Some promising proposals arc being offered as 
well tor breaking the impasse between the claims 
of pharmaceutical corporations to protection 
against engaging in financially unsound research, 
on one hand, and the needs of developing coun
tries lor innovative approaches to the prevention 
and treatment of disease, on the other. 
Approaches such as patent regulations that 
encourage differential pricing for products devel
oped for public health interests and government-
guaranteed price packages for the development of 
vaccines aimed at underserved populations could 
encourage more companies to take the necessary 
risks. 

A global option for the poor also encourages 
research collaboration between genetically 
advanced or more advanced countries (not all of 
which are developed nations) and genetically less 
advanced. According to Tikki Pang, PhD, 
WHO's director of Research Policy and 
Cooperation, asking ourselves how biotechnolo
gies might serve public health in the developing 
world is a positive step, but doing so "must be 
accompanied by a genuine willingness on the part 
of developed countries and the pharmaceutical 
and biotechnology industries to share know ledge 
and help poorer countries apply such know ledge 
to solving their health problems."" Pang argues 
further that the "developed world must be pre
pared to invest more money in research in devel
oping countr ies . . . in a spirit of helping develop
ing countries ultimately to help themselves." 
Symbolizing its hopes, WHO released its report 
on genomics at a conference, hosted by the Africa 
Human Genome Initiative, that drew "world 
renowned super-scientists" along with leading 
African and South African scholars.40 Pang and 
others endorsed the development of a Global 
Health Research Fund that would make resources 
for research available through peer-reviewed 
application to ever)' country/" 

It perhaps goes without saying that the big 
question concerning equity of access to genetic 
advances is: What can be done on behalf of the 
poor and the marginalized in the face of powerful 
counter values—profitability, self-interest, and 
market share-and in the face of such powerful 
actors as multinational corporations? How is 

interdependence to be transformed into solidari
ty? Although arguments for transnational or 
global governance structures appear compelling, 
there is no consensus about what such structures 
would look like or how exactly they would gain 
their authority. 

Some experts—drawing on the interconnection 
of human rights, global public health, and 
biotechnology—argue for the formation of an 
international supervisory agency (perhaps as part 
of the United Nations Educational, Scientific, 
and Cultural Organization, UNESCO) to over
see research and development in genomics. Such 
an agency would possess regulatory power 
derived from documents such as UNESCO's 
Universal Declaration on the Human Genome 
and Human Rijjhts.'1 The Catholic health min
istry could take up the option for the poor by 
joining efforts to develop a workable vehicle for 
transnational solidarity around public health ini
tiatives and working for its implementation. 

However, Cahill has persuasively argued that 
the most important work religious groups can do 
on behalf of the poor may lie, not in the field of 
law and regulation, but rather in cooperation 
through global advocacy networks. Religion can 
and should be a powerful force for education, for 
joining parties in opposition to inequities and 
violations of human rights, and for consolidating 
an alternate vision in the face of the all-encom
passing power of the market.s-

As an example of the potential, Cahill points to 
international grassroots organizing in opposition 
to the imposition of genetically modified foods 
on developing countries, with its accompanying 
inattention to such foods' potential for displacing 
local crops. The effort she describes, involving 
religious groups, nongovernmental organiza
tions, and episcopal conferences, has caught the 
attention of policv- makers. Similar grassroots 
actions, involving both religious groups and secu
lar advocacy groups, publicized the failure of U.S. 
and European pharmaceutical companies to make 
affordable drugs available for countries devastated 
by AIDS, especially in sub-Saharan Africa—and 
this publicity ultimately led to positive changes in 
pricing policies and to U.S. economic commit
ments to address AIDS. 

The most recent report of the Global Forum 
for Health Research notes that "remarkable 
progress has been made in recent years in the 
development of international collaboration to 
solve major global health problems: between 
1995 and 2003, more than 70 public-private 
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SOCIAL JUSTICE 

Justice and Genetics: Whose Holy Grail? 

Christian ethics 

is Inescapably 

an ethics of the 

common good. 

partnerships and networks were created to 
address diseases such as HIV/AIDS, TB, malaria, 
and leishmaniasis. The challenge for the future 
will be to ensure their continued viability."53 

A BlOETHICS OF THE COMMON GOOD 
Christian bioethics is today inescapably bound up 
with social ethics; it is inescapably a bioethics of 
the common good. The risks of ignoring the 
social and global dimensions of health care choic
es, of overlooking the multiple worlds of health 
care that exist in this nation and around the 
world, are dramatically illustrated in the HGP 
and the genetic revolution now underway. 

Genomics promise to open new frontiers in the 
pursuit of health. Rut they also threaten to widen 
old gaps between developed and developing 
countries. There are many images used to 
describe the achievement of the HGP and its 
implications for our shared future. The philoso
pher Albert Jonsen has likened the genomics age 
to the beginning of the colonial period. He 
w rites: "The ships that sailed from Europe five 
centuries ago not only mapped the world—they 
inaugurated social, political and economic events 
that radically changed humankind's view of itself 
and nations'1 views of their destinies. The rapidly 
redrawn map of discovery and colonization 
depicted areas of glorious achievement .md areas 
of deplorable tragedy." 

The HGP represents a new kind of mapping. 
Whether it is used to chart areas of achievement 
or areas of continued tragedy will depend on 
choices made, for the most part, by those of us 
who live in the "90%" world. Will we choose 
profit, utility, and individual liberty—or respect 
for human dignity, solidarity, and concern for the 
common good? • 
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