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Abstract

Genetic technology can be of great benefit to people. However, one of the 
most dangerous aspects of new technology is the danger of the genetic 
information becoming available to people who might be involved in making 
decisions that affect every aspect of our lives, especially employers and health 
insurance companies. This might lead to a genetic discrimination, and recent 
surveys indicated that health insurance coverage has been denied to many 
people due to their genetic status. Mapping of the genome and the advent of 
genetic testing have triggered a plethora of perplexing ethical conundrums. 
The most prominent of these involve the interconnected issues of privacy and 
the ownership of one’s genetic information. That information is broadly defined 
as information about genes, gene products, or one’s inherited characteristics, 
that is, derived from a genetic test or a person’s DNA sample. This paper 
proposes to examine different approaches to genetic information and in doing 
so, highlight the need for a more unified approach to addressing concerns 
about the use and potential abuse of genetic information.

I Introduction

TH E  SC IE N TIFIC  developm ents and innovations are contributing  a lo t 
nowadays in the process o f crime detection and the adm inistration o f  justice. The 
courts are heavily depending upon the evidence obtained through scientific methods 
to find the truth and punish the culprits. A t the same time, there is w idespread 
com m unity concern that as developments in hum an genetics are occurring rapidly, 
the law  w ill ‘fall behind’ and not be able to adequately protect the privacy o f the 
individual against inappropriate discrim inatory use o f their genetic inform ation. 
On the one hand, there is strong support for better medical diagnosis and treatments, 
and for assisting with law  enforcem ent; on the other, there is some general fear 
about uncontrolled or ‘m ad science’, the spectre o f eugenics, threats o f biological 
warfare, reports o f  xenotransplantation (transplant from one species to another), 
the loss o f privacy and the increased possibilities for genetic d iscrim ination.1

W ith the standardisation o f  scientific technology, a single sample o f  D N A 
(found in every cell in the body) will provide inform ation on the present and future
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health o f  a person and thus, necessarily, that o f fellow fam ily m embers. This latter 
characteristic o f genetic inform ation is worth mentioning. Genetic inform ation not 
only has historical, eugenic connotations, and can be socially stigm atising, it also 
involves one’s parents, siblings and children. W hen transported outside the highly 
confidential confines o f  the physician-patient relationship, it acquires roles and 
m eanings that can affect the socio-econom ic survival and the relationships o f the 
individual w ith his or her family.2

W ith the im provem ent in com puter technology, it has become increasingly easy 
to store, search and analyse large am ount o f genetic data and this in itse lf has 
prom oted an increase in the am ount o f  genetic inform ation that is gathered. The 
greatest danger o f the genetic databank is its potential to engulf a significant part 
o f the population to be a genetic population. In that situation, insurance companies, 
employers, schools, adoption agencies and m any other organisations could gain 
access to those files on a “need-to-know” basis or on a showing that access is “in 
the public interest” . Imagine then that an individual could be turned down for job, 
insurance, adoption, health care and other social services and benefits on the basis 
o f inform ation contained in his/her genetic profile, such as genetic disease, heritage 
or someone else’s idea o f a “genetic flaw” .

Genetic inform ation has the potential to contribute to improvements in the 
health o f  individuals, groups and societies. It m ay enable people to avoid illness 
through early detection, in tervention , and possib le gene therapy. It can affect 
reproduction by provid ing inform ation that w ill either encourage or discourage 
couples in deciding w hether to bear children. A t the same time, however, for people 
at risk for a genetic disease, the question o f whether to undergo genetic testing is 
troubling. The possib ility o f learn ing that one is not at h igh risk for a certain disease 
or disorder m ust be weighed against the prospect that one m ight have to learn to 
live with the opposite result.3

The science o f  genetics has been transform ed into a m ajor new  industry in 
w estern  countries, p articu larly  in  the US, w ith  pub lic and private investm ent 
continuing to skyrocket. M uch o f this research in the US is funded by the federal 
governm ent, through the H um an Genome Project. The goal o f this m ulti-billion 
dollar pro ject is to identify and sequence all o f the genes that m ake up the human 
genome. M uch o f  this research focuses on genetic diagnostics: tests designed to 
identify genes thought to be associated with various m edical conditions. Scores o f 
new  genetic tests have been developed in recent years. Genetic tests are rapidly 
becom ing a routine tool for medical diagnosis. The inform ation produced by these

2 Bartha Maria Knoppers, “Who Should Have Access to Genetic Information?” in Justine 
Burley (ed.), The Genetic Revolution and Human Rights 40-41 (Oxford University Press, 1999).

3 D.H. Smith, et al.. Early Warning: Cases and Ethical Guidance fo r  Pre-symptomatic Testing in 
Genetic Diseases (Bloomington: Indiana University Press, 1998).
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tests, while potentially valuable for m edical treatm ent, is increasingly used out o f 
context in ways that are contrary to the interests o f the patient. Centre for Genomic 
Regulation (CRG) has found that an increasing num ber o f healthy individuals have 
suffered discrim ination on the basis o f predictive genetic inform ation, a practice 
known as genetic discrim ination.

II Current developments in gene technology

Genes are organised into chromosomes and it is through chromosomes that 
genetic inform ation is transm itted. A  hum an’s chromosomes contain approxim ately 
30,000 genes, and this complete set o f  genes is known as the hum an genom e.4 The 
H um an Genome Project is an international effort to map and sequence these genes. 
This effort is enabling genetic testing, that is, a test o f  an individual’s D NA, which 
records genetic inform ation in the form  o f a four letter alphabet. Through a blood 
test or tissue sample it w ill be possible to determ ine aspects o f an individual’s genetic 
m akeup, which, in conjunction with the hum an genom e map, will allow doctors to 
determ ine i f  an individual has genes that predispose that individual to a certain 
illness or other debility.

G enetic in fo rm ation  is s ign ifican t in its capac ity  to prov ide substan tia l 
inform ation about a person’s identity and hereditary characteristics from miniscule 
genetic samples, such as those discarded in our everyday lives, on hair brushes, 
tooth brushes, cups, and so on, that m ay be retained and stored for indefinite periods. 
Genetic inform ation derived from a sample from one individual m ay also provide 
inform ation about fam ilial or related ethnic or racial groups. Genes are shared in 
families, passed from parents to children to grandchildren. This means that a genetic 
test, which provides inform ation about the genetic status o f one person, can also 
alert others in the fam ily to the fact that they also m ay have the same m utation. 
M ore than other types o f testing, a genetic test o f  a single individual can be viewed 
as a test o f  a whole family.

Errors in  the genetic code are responsible fo r an estim ated 3,000 to 4,000 
hereditary diseases, including H untington’s disease, cystic fibrosis, neurofibromatosis, 
and Duchene m uscular dystrophy. Furtherm ore, altered genes are now known to 
p lay a role in cancer, heart disease, diabetes, and m any other common diseases. In 
these more common and complex disorders, genetic alterations increase a person ’s 
risk o f developing that disorder. The disease itse lf results from the interaction o f 
such genetic predispositions and environm ental factors, including diet and lifestyle.5

4 Genome refers to the complete set of genetic information in its entirety. The genome is 
the pattern of deoxyribonucleic acid (DNA) that codes for proteins and physical processes.

5 “Understanding Our Genetic Inheritance” The U.S. Human Genome Project (The First Five 
Year̂ s: F ŝcail Yeair 1991-1995)(1990).



178 Jou rn a l o f  th e Indian Law Institu te Vol. 55 : 2

Science has developed the capacity to store a m illion fragments o f  D N A  on a 
silicon m icrochip. Each D N A  chip is loaded with inform ation about hum an genes. 
W hen a com ponent o f  a patient’s b lood is p laced on the chip, it reveals specific 
information about the individual’s health and genetic composition, potentially ranging 
from a carrier state or a future disease, to genetic relationships.6 The technology can 
facilitate research, screening, and treatm ent o f genetic conditions, but it m ay also 
perm it a reduction in privacy through its capacity to inexpensively store and decipher 
unim aginable quantities o f  h igh ly sensitive data.7

Genetic screening8 could have great value if  used properly to help people take 
preventive m easures to avoid suffering from diseases. The first type o f  genetic 
screening used was screening o f  newborn children for PKU deficiency. This test 
was made com pulsory in the US in 1960’s. I f  the new  born is found to have PKU 
deficiency, they can be pu t on a special diet, and w ill no t suffer from severe m ental 
retardation.9

B ut the increasing ability to detect the presence o f  m ore and m ore defective 
genes has re-energised the ongoing debate about the ethics o f diagnosing genetic 
disorder prenatally, after birth, and in adults. As noted above, hum an race carries 
3000-4000 diseases in its genes, and it is im portant to distinguish between inherited 
diseases and infectious diseases. Inherited diseases are caused by m utated genes 
which are inherited by an individual from his or her parents. The identification o f 
genetic disorders, and the potential for developing a therapy, is a powerful force in 
genetics and medicine. The drawback o f this development is that people with genetic 
flaws, no t all o f which show up as dysfunctions, m ay be denied life insurance, health 
insurance, and access to schooling or to jobs.

There is another argum ent that i f  we le t the parents chose characters for their 
children, such as being free from the m ost common genetically inherited diseases, 
then this m ight have a harm ful effect on social attitudes toward other people who 
failed to m eet such characteristics. W hile genetic screening could help people to 
have children free o f the common genetic defects, it  would m ake the life o f other

6 L. O. Gostin, “Health Information Privacy” 80 Cornell Law Review 451-528 (1995).
7 Ibid.
8 Genetic screenings is a systematic search for persons with a specific genotype. These tests 

that look into the essence of humanity, will allow scientists and physicians the opportunity and 
ability to alter the human genotype for better or worse. Genetic advancements will bring controversy 
at every milestone. Genetic screening usually takes place when an individual or group shows risk 
for a disease or trait. Genetic testing can pinpoint a specific allelic interaction or multiple gene 
interactions, which may lead to a disorder. The common thread of life is DNA and DNA is the 
only major requirement for genetic screening. With knowledge of structure and function of 
DNA scientists can unlock the mysteries of life.

9 D. Macer, Shaping Genes: Ethics, Law and Science o f Using New Genetic Technology in Medicine and 
Agriculture (Christchurch, N.Z.: Eubios Ethics Institute, 1990).
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people, who did not use the genetic screening and have children who are suffering 
from a genetic disease more difficult and complicated. This m atter could be seen as 
not an act o f  fate but the parents’ fault for which the parents can be made liable for 
wrongful b irth o f  a child.10

III Confidentiality, personal autonomy and privacy rights in genetic
information

One issue that arises is whether a physician or other health professional providing 
genetic testing services should be perm itted w ithout the patient’s consent or over 
their objection to reveal test results (or even the fact that a patient has sought 
genetic counselling or testing) to th ird parties. The rule is no different than for 
m edical inform ation in general: confidential inform ation that can be linked to an 
identifiable patient should be disclosed w ithout the patient’s authorisation only when 
necessary to protect th ird parties from harm  or when disclosure is com pelled by 
law  (e.g., reporting H IV  test results to public health officials). The question then is: 
W hen is disclosure o f genetic inform ation perm itted in order to protect third parties 
from harm ?

G enetic privacy relates to the complex set o f issues surrounding how D N A 
inform ation about individuals is handled and used. Some genetic privacy issues 
relate to the acquisition o f  D N A  samples from individuals, other genetic privacy 
issues relate more to w hat is done w ith the D N A  inform ation later. One o f  the 
challenges w ith genetic privacy is that genes reveal inform ation about the person 
they are directly attached to, but they also reveal inform ation about the blood relatives 
o f  that person. This means that a person m aking a decision about, for example, 
getting a commercial gene test is actually m aking decisions that can im pact other 
blood relatives. H ow  does privacy work in this kind o f  situation? In the area o f 
genetics and privacy, there are more questions than answers. The World Privacy 
Forum has focused on several aspects o f  genetic privacy, including the use o f genetic 
data in research, pharm acogenom ics and personalised medicine, direct-to-consum er 
m arketing, and genetic data in  electronic health records and exchanges.

A  significant num ber o f critics who m aintain that genetic inform ation should 
remain confidential point to historical abuses: involuntary sterilisation o f  people 
w ith  m en ta l re ta rd a tio n  aro un d  the tu rn  o f  the cen tu ry , N az i abuse and 
m isrepresentation in pursuit o f  eugenic goals.11 Fear that knowledge o f one’s genetic 
make-up and predisposition w ill stigmatise the person affected and his/her family, 
causing d im inished o r lo st em ploym ent opportunities and denial o f  insurance

10 Ibid.
11 S.M. Suter, “Whose Genes Are These Anyway? Familial Conflicts over Access to Genetic 

Information” 91 Michigan Law Review 1854-1908 (1993).
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coverage as well as an undesirable invasion o f privacy are frequently voiced concerns.12 
M oreover, m any at-risk individuals m ay forego genetic testing because they fear 
denial o f future em ployment opportunities.

The current legal fram ework o f protection against non-consensual collection 
and use o f  bodily samples cannot regulate the use o f  inform ation derived from the 
collection o f “discarded” genetic m aterial, such as saliva from a glass, and so on. To 
rem edy this, some countries are considering am ending their privacy law  to define 
‘personal inform ation’ to include bodily samples from an individual whose identity 
is apparent or whose identity m ay be ascertained from the samples itself. Thus the 
need to m aintain confidentiality is recognised as an ethical obligation inherent in 
the physician-patient relationship. In legal term s, it m ay be considered one aspect 
o f the patient’s right o f  privacy.13

Disclosure of test data— conflicting views

G enetic  in fo rm atio n  is m ed ica l in fo rm atio n  and as such is en titled  to 
confidentiality. Genetic inform ation is both individual and familial, however, there 
is a conflict between the duty to protect confidentiality and the duty to warn. There 
appears to be a duty to inform  the patient about potential genetic risks to se lf and 
relatives, but other factors m ay supersede or lim it that duty. In certain cases where 
the results o f  genetic testing m ay im pact the patient’s well-being, or in cases where 
the patient has experienced a traumatic personal experience (such as the death o f a 
close fam ily member) between the time o f testing and the time o f  disclosure, the 
physician or counsellor is justified in withholding test results. The decision to withhold 
inform ation m ust be based on “specific, articulable inform ation” and the basis o f a 
professional judgm ent rather than intuition .14

The Am erican Society o f H um an Genetics (ASHG) takes the position that 
those perform ing genetic testing for their patients have a “p rivilege” to disclose 
genetic risk inform ation directly to relatives o f  a patient if  necessary to m itigate a 
serious risk o f  harm  to fam ily m embers. In less critical situations, confidentiality o f 
genetic inform ation should be maintained. That position is consistent with the policy 
positions o f  the P residen t’s C om m ission on E th ical Issues in  M ed icine and 
Biom edical and Behavioural Research and the Institute o f  M edicine’s Committee 
on A ssessing Genetic Risks, which allow disclosure only when the condition is

12 L.B. Andrews, and A.S. Jaeger, “Confidentiality of Genetic Information in the Workplace” 
17American Journal o f Law and Medicine 75-108 (1991).

13 M.J. Weiss, “Medical Records On-Line: What Happened to Privacy? A Legal Analysis” 
Perspectives on Law and the Public Interest (1998). Available at. wwwrichmond.edu/ ~perspec/issued4/ 
biomed.html (accessed on 22nd Mar. 2013).

14 Supra note 3.
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Therefore, in extreme cases, physicians m ay be privileged to violate a 
patient’s privacy i f  justified by the likely reduction o f im m inent risk o f  harm  to an 
identifiable third party. Third parties, such as insurers or employers, who have access 
to genetic data, m ay try to use that inform ation to determ ine w hether a prospective 
employee is predisposed to disability, lack o f productivity, o r absenteeism .

This m isuse o f inform ation can be based on data such as test results that are 
“inconclusive” or “negative” or “positive” results indicating a predisposition or 
increased risk that m ay never materialise. M any other additional factors, ranging 
from diet to stress, contribute to the final outcome. Additionally, screening leads to 
the creation o f  an entire class o f  “unem ployable” people. Use o f genetic tests by 
insurers m ay also lead to a class o f  “uninsurable” people. These “undesirab le” traits 
can follow people like “scarlet letters”, handed down from generation to generation.16 
As genetic in fo rm ation  accum ulates, peop le w ill find  them selves stigm atised , 
sometimes with dire consequences.

Genetic data poses unique privacy issues because it can serve as an identifier 
and can also convey sensitive p ersonal in fo rm ation . N o t on ly  does genetic  
inform ation provide som ething like a fingerprin t through variations in genetic 
sequences; it  also provides a grow ing am ount o f  inform ation about genetic diseases 
and predispositions. In addition to indicating predisposition to disease, “genes do 
appear to influence behaviour”.17

A  num ber o f countries provide incidental privacy protection for their citizens 
under the domestic laws. The so-called privacy rights are reflected under international 
conventions which m any jurisdictions recognise, nam ely article 12 o f the Universal 
D eclaration o f  H um an Rights (1948) and article 17 o f  the International Covenant 
on Civil and Political R ights (1966) which provides: “ ....no one shall be subject to 
arbitrary or unlawful interference with his (or her) privacy.” A  privacy right o f this 
scope should form  the basis o f  the protection and legal control over the use o f 
personal inform ation in domestic spheres and provide the basis o f  a comprehensive 
domestic legal privacy regime.

IV Eugenics and genetic manipulations

The desire to strive towards betterm ent is an inborn hum an trait that has 
transform ed m an from a long-tailed, tree-sw inging prim ate to a techno-savvy, go-

15 L.J. Deftos, “The Evolving Duty to Disclose the Presence of Genetic Disease to Relatives” 
73 Academic Medicine 962-68 (1988).

16 A. Cavoukian, and D. Tapscott, Who Knows? Safeguarding Your Privacy in a Networked World 
(New York: McGraw-Hill, 1997).

17 Leroy Hood and Lee Rowen, “Genes, Genomes, and Society” in Mark A. Rothstein 
(ed.), Genetic Secrets: Protecting Privacy and Confidentiality in the Genetic Era 27 (Yale University Press, 
1997).
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getter. A lthough desire has been considered the root cause o f  all things evil, it has 
provided m an with the im petus to improve. This crave for betterm ent gave rise to a 
concept called ‘eugenics’. Eugenics involved the prom otion o f selected hereditary 
traits and was practiced since the time o f  Plato.

Recent advances in genetics and reproductive technology have opened the door 
to a new  form  o f  eugen ics,18 term ed  “m odern  eugen ics,” or “hum an genetic 
engineering,” that is focused on repairing faulty genes associated w ith disease or 
other health conditions. H um an genetic engineering is the science o f m anipulating 
an individual’s genetic makeup, or genotype, w ith the intention o f altering his or her 
observable traits, or phenotype. H um an genetic engineering can be divided into 
two categories— ^negative engineering, referring to the correction o f genetic disorders 
and deficiencies; and positive engineering, referring to the enhancem ent o f an 
individual’s genetic make-up. Some liberals argue that genetic engineering underm ines 
equality because lim ited access to high-priced enhancements would confer biological 
advantages on ly on those o ffsp ring  w hose w e ll-o ff paren ts can afford those 
technologies, thereby exacerbating the gap between the haves and the have-nots.19

B iological advances are m aking it increasingly possible in m edical contexts to 
take decisions about the kinds o f people who are born. For more than forty years, 
ante-natal testing has m ade it possible to term inate a pregnancy when the foetus 
has some detectable serious disability. W ith in vitro fertilisation, there is the possib ility 
o f transferring to the womb ‘healthy’ embryos rather than others.20 Sex selection to 
avoid sex-linked disorders is another option available. Safe and reliable gene therapy 
is not far away. A nd then there is gene counselling which m ay affect peop le’s choice 
o f  spouse or p artn er.21 The pow er to decide for and again st certa in  hum an 
characteristics is terrifying because, as the Nazi case reminds us, in some hands it 
could be appallingly m isused. Because this is terrifying, it is tem pting to turn away 
from thinking about it. Those who oppose ante-natal screening claim it to be eugenic 
and they give the example o f  Nazi case in support o f  their claim. Those who are 
w illing to consider the development o f some o f  these technologies say, and probably 
th ink , th at n o th in g  eugen ic w ill arise .22 The ex istence o f  genetic  screen ing

18 The term eugenics is derived from the Greek word “eu,” meaning good or well, and 
“genos”, meaning offspring.

19 See, for example, R.A. Lindsay, “Enhancements and Justice : Problems in Determining 
the Requirements of Justice in a Genetically Transformed Society” 15Kennedy Institute o f Ethics 
Journal 3-38 (2005); M. Mehlman, “The Law of Above Average: Leveling the New Genetic 
Enhancement Playing Field” 85 Iowa Law Review 517-93 (2000); C. Farrelly, “Genes and Equality”
30 Journal o f Medical Ethics 587-92 (2004).

20 Embryo transfer largely avoids entanglement with the abortion issue.
21 Jonathan Glover, “Eugenics and Human Rights”, in Justine Burley, supra note 2 at 103.
22 Î d. at 104.
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program m es for certain serious disorders, w ith the women or couples being given 
the option o f term inating the pregnancy i f  genetic disorder is detected, makes a 
difference to how m any people o f  different kinds are born. Some have seen this as 
an unacceptable case o f  eugenics.23

If  to practice eugenics is to intend the birth o f  some kind o f  people rather 
than other, these parents, in  aim ing at the birth o f a baby w ithout genetic disorder 
rather than one w ith the disorder, were m aking a eugenic choice. One anti-eugenic 
v iew  can be expressed by saying that one should prefer the slogan ‘make people 
healthy’ to ‘make healthy peop le ’. Gene therapy largely fits this. But there are 
complications. One com plication as raised by Jonathan G lover is the contribution 
o f  genes to a person’s identity. Perhaps replacing a gene, which contributes to a 
disorder, is little threat to the identity o f the person. B ut m assive genetic changes 
could b lur the boundary between changing the characteristics o f  one person and 
replacing one person by another. The other complication as raised by G lover is 
about germ -line gene therapy. This means that the genetic change is passed down 
to future generations. Germ-line gene therapy can be seen as not just curing a disorder 
in  one person but as changing the gene-pool.24

V Property rights and patent protection in the human genome

Controversies generated by genetic inform ation as property rights around the 
w orld have driven countries to adopt varied approaches to patentability.25 In Europe, 
the European B iotechnology D irective26 states that neither the human body nor 
any o f  its elem ents can be patented at the various stages o f  its form ation and 
development.27 A lthough it perm its the patentability o f an elem ent “isolated from 
the human body or otherwise produced by a technical process, including the sequence 
or partial sequence o f  a gene,”28 it clearly excludes from patentab ility any inventions 
that, i f  commercialised, would be contrary to public po licy or m orality.29

23 Id. at 106.
24 Id. at 110.
25 T. Caulfield, & L. Sheremeta, “Biotechnology Patents and Embryonic Stem Cell Research: 

Emerging Issues” 1 Journal o f International Biotechnology Law 142(Part II, 2004).
26 Directive 98/44 E.C. of the European Parliament and of the Council of 6 July 1998 on 

the Legal Protection of Biotechnological Inventions. This is a European Union directive in the 
field of patent law, made under the internal market provisions of the Treaty of Rome. It was 
intended to harmonise the laws of member states regarding the patents of biotechnological 
innovations, including patent varieties and human genes.

27 Directive 98/44/E.C,id., art. 5 (1).
28 Id., art.5(2).
29 Id., art. 6(1).
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A t the in ternational stage, the W orld Trade O rganisation (W TO) rules on 
intellectual property,30 stipulates w hat qualifies as a patentable subject m atter: Patent 
shall be available for any inventions, w hether products o r processes, in all fields o f 
technology, provided they are new, involve an inventive step and are capable o f 
industrial application.31

This rule covers all forms o f technology, the place o f invention and whether 
products are im ported or produced locally.32 This wide application covers even the 
field o f biotechnology in so far as the m aterial or m ethod passes the article 27(1) 
test. TRIPs also lim it a patent holder’s exclusive right to twenty years from the date 
o f filing.33 The European Group on Ethics in Science and N ew  Technologies was 
requested by the President o f  the European Commission to look into the ethical 
aspects o f the patentab ility o f  inventions involving human cells. In the group ’s 
opinion, the need to avoid excessively broad patents on hum an cells lines was
underlined.34

Property rights in the human body are fundam ental natural rights. The US 
Supreme Court in Union Pacific Railway Co. v. Botsford3̂  acknowledged that: “̂No right 
is held  more sacred, or is more carefully guarded, by  the common law, than the right 
o f every individual to the possession and control o f  his own person, free from all 
restraint or interference o f  others...”36 O f course, people also have the right to 
exclude others from their bodies. People should have property rights in their personal 
genetic inform ation. They should be protected by law  as an incorporeal th ing against 
m isappropriation and m isuse, including discrim ination in em ployment or insurance 
contexts.

The rationale for ownership right is twofold: ownership w ill protect the basic 
human rights o f privacy and autonom y and it w ill enable the data subjects to share 
in the tangible benefits o f the genetic research. Proponents o f this v iew point often 
cite the principle o f genetic exceptionalism , which asserts that genetic inform ation 
needs a higher level o f protection than other kinds o f  personal inform ation such as 
financial data. One m ay argue, however, that the recognition o f  such ownership 
rights would lead to inefficiency along with the disutility o f  genetic discoveries.

30 Agreement on Trade-Related Aspects of Intellectual Property Rights (TRIPs), Apr. 15, 
1994, Marrakesh Agreement Establishing the World Trade Organisation, Annex 1C, Legal 
Instruments—^Results of the Uruguay Round, Vol. 31, 33 I.L.M. 81.

31 TRIPs, art. 27(1).
32 Ibid.
33 Id., art. 33.
34 European Group on Ethics in Science and New Technologies, Opinion No. 16, May 7,

2002.
35 141 US 250 (1891).
36 Id. at 251.
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Biom edical research will be ham pered i f  property rights in genes and genetic material 
are too extensive. One m ay also contend that other m echanism s such as inform ed 
consent and strict confidentiality rules can accomplish the same result as a property 
right w ithout the liabilities o f  an exclusive entitlement.

The expansive version o f the property argum ent is that ownership rights should 
be conferred on genetic source m aterial including the hum an tissue sample and any 
inform ation about the genes derived therefrom . There are narrower versions o f 
this argum ent but in general w hat is being discussed is the proprietary “rights o f 
sources” . The m ajor rationale for provid ing these rights is the protection o f privacy. 
Obviously, if  this inform ation becomes too w idely available or falls into the w rong 
hands, one’s privacy rights are put in the gravest peril. W hile some m aintain that 
genetic inform ation (in the form  o f  test results) is just an additional com ponent o f 
a p erso n ’s overa ll m ed ica l record , o thers sup p ort the p o sitio n  o f  “genetic  
exceptionalism ,” that is, “genetic inform ation is sufficiently different from other 
kinds o f  health-related inform ation that it needs special protection.” Hence, i f  this 
position has plausibility, it  is imperative that genetic inform ation be regulated more 
stringently than other forms o f  personal data. Currently, there are no specific laws 
regulating the dissem ination o f  this inform ation, despite the fact that genetic testing 
(that is, testing o f D N A  to ascertain an individual’s predisposition to a genetic 
illness or im pairm ent). Finally, genetic inform ation is unique in that it doesn’t just 
reveal one’s present condition but also future probabilities and predispositions to 
certain ailments. O ne’s D N A  is analogous to “d iary” o f a person ’s future m edical 
conditions. Therefore, unlike other forms o f data, it is subject to broad and subjective 
interpretation, opening up considerable room for bias and m anipulation. I f  an 
employer administers a drug test on the employee and the employee either passes or 
fails that test; there is usually noth ing ambiguous about the results. But w hat if  the 
same employee takes a genetic test and it reveals that he has gene X  which causes 
diabetes depending upon one’s overall genetic background?

D N A  m aterial including genes, gene fragments (called expressed sequence tags 
or ESTs), and related products, are considered to be patentable subject matter. The 
patent law  does not cover “the gene as it occurs in nature,”37 bu t when a gene has 
been isolated and purified it is considered to have been m odified. This m akes it a 
“new  composition o f m atter” eligible for patent protection. This conclusion seems 
consistent w ith the US Congress’s apparent intention that the patent statute covers 
“anything under the sun that is m ade by m an.” Three types o f patents are possible: 
structure patents, covering the isolated and purified gene; function patents, covering 
a new  use for the D N A  in question (such as a diagnostic test or gene therapy); and 
process patents which cover a new  m ethod o f isolating, purifying, or synthesising

37 Utility Examination Guidelines, 2001.
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this D N A  m aterial. The patentability o f genetic m aterial such as D N A  sequences is 
an intricate and complex issue. Supporters o f  those patents argue that w ithout the 
incentive o f  patents the genom e w ill not be adequately exploited by researchers. 
O pponents such as H ettinger argue against patents out o f respect for life, which 
should not be the subject o f  patents. The source or raw m aterial for the gene patents 
is human tissue, and some ethicists claim  that patents should not be given for human 
m aterial.38

The validity and scope o f  patent protection in the human genom e is a question 
dem anding a seperate study. But the issue o f gene patentability is analogous to the 
question o f  ownership o f  an individual’s genetic inform ation and deserves some 
treatm ent. A  tenable case has been made on utilitarian grounds that property rights 
in genetic m aterial are unsound since the social costs are disproportionate to the 
benefits received. Those costs include the inhibition o f  research and h igher prices 
for therapeutic products and genetic screenings. Society benefits trem endously from 
the enhancement o f human health through biom edical research and loss (such as 
undeveloped treatments or genetic screening products) is quite substantial. It m ay 
be that privacy and autonom y are m arginally safer w ith a property right, but, here it 
m ay be suggested that sound privacy legislation based on inform ed consent can be 
an effective means o f ensuring genetic privacy and autonomy.

Some m ight still argue that social w elfare concerns such as innovation in 
b io technology should not decisively trump an ownership right in one’s genetic 
m aterial and inform ation. But there is no evidence that a property right is a necessary 
condition for protecting the privacy o f genetic inform ation or the autonom y o f 
genetic data subjects. It is certain ly possible to develop an alternative means for 
safeguarding genetic privacy. Thus, the enhancement o f  b iom edical research and 
the protection o f  privacy are not m utually incom patible goals. The principle o f 
inform ed consent can go a long way to protect basic hum an rights w ithout the need 
for an exclusive entitlement. Thus, i f  privacy is a necessary condition o f one’s security 
and well-being in the m odern, com puterised society, preserv ing the confidentiality 
o f genetic inform ation is o f param ount importance. The potential for discrimination 
and stigm atisation is significant and the substantial harm  suffered by the careless 
dissem ination o f this predictive data is beyond dispute.

An individual’s genetic inform ation can best be protected by laws that treat 
genetic inform ation as a kind o f private property and not through a privacy regime. 
Genetic information can be protected by as personal property in m any ways, including 
as quasi p rop er^ , as ju r a  in re propria^"9 or w hat it  m ay be called “quasi in rem  p r o p e r l y ”.

38 N. Hettinger, Patenting Life: Biotechnology, Intellectual Property and Environmental 
Ethics, 22 Boston College Environmental Affairs Law Review 267(1995).

39 Black’s Law Dictionary 1253 (8th Edition, 2004).
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One can make a principled argum ent that genetic inform ation is best protected as 
tangi n on p o ssu n t—an incorporeal thing— the subject m atter o f a right...w ithin the 
sphere o f  proprietary or valuable rights.40

VI Access to genetic information: by whom and under what conditions?

The issue o f access is an im portant one, both for ensuring m aximum  benefits 
to the subject and the society. But the question is, who should have access to genetic 
inform ation, has been hotly debated for over a decade. Yet, the tentative solution 
appears in favour o f governments and industry po licy with regard to insurance and 
em ployment as well as in professional guidelines concerning com munication o f 
m edical inform ation to at-risk family. Genetic liberty m ust at least include the right 
to control the use o f genetic inform ation (including some form  o f ownership) and 
the right to exclude others from use and control. Extension o f a privacy right in 
genetic identity or persona is a way to protect an individual’s genetic inform ation.41 
However, it sidesteps the reality that to prohib it or control another’s use o f his 
identity for com mercial gain , o r to otherwise harm  the individual, is exercising an 
individual’s property right. The Colorado statute protecting genetic inform ation as 
an indiv idual’s unique p roperty does so “ (t)o p ro tect individual privacy and to 
preserve individual autonomy.”42

Employment and the use of genetic information

As genetic databases becom e m ore com mon worldw ide, there has been a 
concurrent rise in the use o f testing by employers. A lthough there are legitimate 
uses o f  genetic testing, such as the prevention o f occupational diseases, there is 
also concern that employers w ill use these tests to discrim inate against current or 
potential employees. W ithout legal intervention, inform ation indicating, for example, 
w hether someone is prone to a debilitating illness or even an “undesirable” condition 
(such as laziness or depression) m ay be used by employers to discrim inate against 
employees. Employers could hire only those people whose genes indicate, they are 
resistant to the health hazards o f  the work place, which is a cheaper alternative to 
m aking the work place safe for all.

Since genetic inform ation can predict an individual’s medical future, the employer 
m ay require an applicant to undertake a predictive genetic test to determ ine whether 
the applicant has a genetic variant that increases the likelihood o f  that person 
developing symptoms o f  a genetic disorder due to the particu lar workplace or that

40 Id. at 1518.
41 See, Janet A. Kobrin, “Confidentiality of Genetic Information”, 30 UCLA Law Review 

1283 (1983).
42 Colorado Revised Statute Ann. 10-3-1104-7 (1) (c).
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renders the individual undesirab le to the employer. As O rentlicher points out, 
however, “employers m ay have some interests in know ing w hether an employee has 
a genetic risk o f  disease...particularly...when the pub lic ’s safety is at stake. Society, 
then, w ill be faced with a conflict between an individual’s right to privacy in his or 
her genetic com position and the em ployer’s interest in know ing about its w orkers’ 
health problem s.”43

B artha M aria Knoppers44 briefly describes the public concern w ith the ethical, 
legal, and social im plications o f  access to genetic inform ation by insurers and 
employers. The sources o f concerns can be traced as:

First, em ployment and insurance are two o f the m ost tangible ways in which 
genetic inform ation m ay be used to the detrim ent o f  individuals. Employers and 
insurers who have genetic inform ation about individuals are able to discrim inate on 
the basis o f  genetic factors, thereby denying individuals an opportunity to earn a 
livelihood and provide for the financial security o f  themselves and their family.45

Second, ind iv iduals’ legitim ate concerns about genetic-based  discrim ination 
frequently affect their health decision-making. Already, m any individuals who are at 
risk o f genetic disorders forgo genetic testing or participation in research because 
they fear the results w ill be obtained by their em ployer or insurer, thereby causing 
them  either to lose or never to gain access to em ployment or insurance.46 Employers 
have an economic interest in the health o f  their employees.

Third, the disclosure o f  genetic inform ation to employers and insurers raises 
im portant concerns about the privacy and confidentiality o f genetic inform ation, 
in c lu d in g  the p sych o lo g ica l and so c ia l consequences th a t flow  from  these
disclosures.47

In today’s competitive society, employers and insurance companies seek to 
control costs o f every opportunity. M any biologists and social scientists are expressing 
concerns that these agencies w ill seek to use the inform ation com ing from the 
H um an G enom e P ro ject to screen prospective em ployees and po licy  holders. 
Scientists th ink that tests can be developed to indicate high risk for genetic illnesses, 
su scep tib ility  to h eart d isease , a lcoho lism , and perhaps even p erso n a lity  or 
behavioural disorders. Positive test results for any o f these problem s m ight be used 
to deny em ploym ent or insurance coverage.

Employers, however, m ay argue that they have an economic interest in the 
health o f  their employees. Certainly, when employees are in poor health they are

43 D. Orentlicher, “Genetic Screening by Employers” 7 Journal o f the American Medical 
Association 1005-08 (1990).

44 Supra note 2 at 42-43.
45 Id. at 42.
46 Id. at 42-43.
47 Id. at 43.
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less productive, have a h igher rate o f turnover, are more likely to use sick leave, and 
are more likely to suffer in jury and illness on the job. And their illness m ay adversely 
affect the m orale o f co-workers and customers. Genetic inform ation could be used 
to p red ic t w h ich  asym ptom atic  in d iv id u a ls  are lik e ly  to develop la te -o n se t 
m onogenetic disorders (e.g. myotonic dystrophy) as well as those who are at increased 
risk o f m ulti-factorial disorders (e.g. cancer and cardio-vascular diseases). In some 
unusual situations, a genetic d isorder m ay predispose individuals to occupational 
disease (respiratory disorders) when com bined with occupational exposures (dusty 
conditions). In other rare situations, a genetic disorder (e.g. M arfan syndrome) m ay 
suddenly incapacitate an employee, causing risk o f  serious in jury to the employee, 
to co-workers, or to the public.48

Application of genetic information for insurance policies

In studies o f genetic discrim ination, however, applications for insurance policies 
were rejected for reasons that reflect serious m isunderstandings o f genetic disease.49 
A  gene m ay be present but “silent,” or its effect m ay not become m anifest for some 
time nor pose any increased safety risk. In those situations, persons m ay be denied 
insurance policies far ahead o f  posing any safety risk.50 In addition, the use o f 
genetic inform ation by an insurer raises the ethical consideration o f w hether an 
individual has a right ‘not to know ’ that he o r she has a predisposition to a genetic 
condition, particu larly one that is incurable. Beckwith and A lper concur, stating: “It 
is not surprising that genetic in form ation  is used by health and life insurance 
com panies in m ak ing  underw riting  decisions. From  the perspective o f  these 
companies, genetic inform ation should be used in exactly the same w ay as all other 
types o f predictive medical inform ation. In fact, insurers argue that not using genetic 
information is irrational because it results in unfairly high premiums for those without 
genetic diseases.”51 In some places, there are restrictions on what insurance companies 
can ask when deciding w hether to insure someone o r how much to charge for 
insurance. The Am ericans w ith D isabilities Act, 1990 m ay also serve to protect 
individuals who are perceived by employers and insurers to have a disability as a 
result o f  genetic-test result.

K eeping international guid ing principles o f both U N ESCO ’s D eclaration on 
the Human Genome and H um an Rights and the Council o f  E urope’s Convention 
on B iom edicine, it is obvious that fundam ental to all three areas— insurance,

48 Id. at 44.
49 Ibid.
50 Ibid.
51 J. Beckwith & J.S. Alper, “Reconsideriag Genetic Antidiscrimiaation Legislation” 26

Journal o f Law, Medicine and Ethics 205-10 (1998).
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em p loym ent, and a p o ss ib le  duty to w arn — is the c lass if ica tio n  o f  genetic  
inform ation, not as d istinct or different, but as sensitive. I f  treated as such, the 
central consideration, then, is its use for the purposes o f the health and well-being 
o f the person and h is/her family, through protection, prom otion, and prevention. 
To that end, there is an absolutely urgent need to reinforce and strengthen existing 
legislation on the confidentiality o f  m edical and research data generally.52

Insurance is based on the com plem entary principles o f solidarity and equity in 
the face o f  uncertain risks.53 It is p lausible that if  insurance companies could use 
the results o f  genetic test m any people would be denied vital health and life insurance. 
T he goa l o f  business is to m ake m oney. Se llin g  in surance to an ind iv idual 
predeterm ined to have a genetic disorder (whether they have it or not) is no t a 
m oney m aking proposition, because o f the increased rate the com pany would pay 
out for the individuals health needs. The denial o f  insurance brings out the classical 
case o f  discrim ination. D iscrim ination due to genetic com position is the loudest 
alarm in the genetic screening debate. Genetic discrimination by insurance companies 
could leave m illions o f people w ithout protection and cause an increased burden 
on the already flooded m edical assistance program s.

VII Uses and (misuses) of genetic information

A t present, a technique is available that allows scientists to test the D N A o f  an 
unborn child for the presence o f some hereditary disorders. Included am ong these 
disorders are m uscular dystrophy, cystic fibrosis, H untington disease, and Down 
syndrome. H aving such knowledge is both a b lessing and a burden for parents. It 
prevents the shock and agony o f learn ing about the condition when the child is 
born. The advance knowledge can help parents to prepare, both em otionally and 
financially, for having a disabled child. Some parents m ay face a decision about 
w hether or not to carry the foetus to term .

One positive aspect in dealing with genetic inform ation is that parents who 
have genes that m ay cause m ental retardation in their children should be told the 
medical facts and inform ed o f the risks entailed in child bearing. M ost gynaecologists 
are o f  the op in ion  th at i f  p aren ts  have a ch ild  w ith  D ow n ’s syndrom e or 
phenylketonuria (PKU) which is hereditary disease caused by the lack o f  the enzyme 
m ust be told that their chances are one in four o f  having a second child with this 
condition.54

52 Supra note 2 at 50.
53 P. Harper, Insurance and Genetic Testing, The Lancet 224-28 at 225 (Jan 1993).
54 Harry Gottesfeld, Abnormal Psychology: A Community Mental Health Perspective 389 (Chicago: 

Science Research Associates, Inc., 1979).
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Genetic inform ation has m any positive uses in the legal arena o f  crim inal law, a 
genetic defect m ay be raised at trial to prove lack o f m ental capacity to com mit the 
crime; biological explanations, such as organic brain syndrome, have been considered 
adm issible excu lpatory evidence. A t sentencing, genetic in form ation  can be a 
m itigating factor in the punishm ent phase to explain defendant’s behavior, resulting 
in a lesser sentence. A t a parole hearing, the governm ent m ight introduce defendant’s 
genetic predisposition to violence and other anti-social behavior which m akes the 
individual a likely recidivist who should be denied parole.

Genetic inform ation is also different because o f how it has been used in the 
past. H istory has provided painful lessons in the m isuse o f  inform ation, in  the 
m istreatm ent o f  people, and even in the p lanned destruction o f whole groups o f 
people because o f  beliefs about their genes. M uch o f this unfortunate h istory can 
be traced  to the id eas  o f  F rancis  G alton — an illu str io u s  B ritish  sc ien tis t, 
m athem atician , and a cousin o f  Charles D arw in . In 1883, G alton’s notion o f 
bio logically superior and bio logically inferior humans became codified in the term  
“eugenics” . Eugenics was proposed by Galton as the explanation for w hy some 
peop le ach ieved m ore in society— econom ically , socially, or po litica lly . Such 
individuals, Galton claimed, were superior in hereditary endowment. On the other 
hand, people from the low er classes were inferior in their b iological endowment. 
Curiously, social o r economic factors that could account for these features were 
disregarded.

It is necessary to look hard at w hat made the eugenics o f the Nazis so terrible.55 
The N azi eugenic policy had three features which mark it o ff  sharply from current 
m edical debates. The Nazis had a b lueprint o f  the m ost desirable type o f  person. 
T hey believed in social Darwinism  and ‘racial self-defence’. And they were indifferent 
to the autonom y or interests o f particu lar individuals.56 There was the idea that only 
the best people should be encouraged to procreate. The Lebensborn  Program me was 
set up for this. There was a supposedly scientific basis for b e lief in a distinct ‘A ryan ’ 
type o f person. In practice, the criteria for choosing the ‘best’ people were very 
crude and m ain ly physical. The other part o f  the N azi’s program m e was that some

55 During the N azi era in Germany, eugenics prompted the sterilisatioa of several hundred 
thousand people then helped lead to anti-Semitic programmes of euthanasia and ultimately, of 
course, to the death camps. The association of eugenics with the Nazis is so strong that many 
people were surprised at the news several years ago that Sweden had sterilised around 60,000. 
people (mostly women) between the 1930s and 1970s. The intention was to reduce the number 
of children born with genetic diseases and disorders. After the turn of the century, eugenics 
movements— încluding demands for sterilisation of people considered unfit— ĥad, in fact, 
blossomed in the United States, Canada, Britain, and Scandinavia, not to mention elsewhere in 
Europe and in parts of Latin America and Asia. Eugenics was not therefore unique to the Nazis. 
It could, and did, happen everywhere.

56 Ruth Deech, “Cloning and Public Policy”, in Justine Burley, supra note 2 at 110.
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should be discouraged from having children, or even prevented from doing so.57 
The N azi ideology was not one o f  the im portances o f  the individual. There was a 
conception  o f  the pure race and o f  the b io lo g ica lly  desirab le hum an being. 
Reproductive freedom and individual lives were to be sacrificed to these abstractions.58 
The eugenic im provem ent o f  hum an nature is a pro ject surrounded by dangers and 
nightmares.

The h istory o f the eugenics m ovem ent has led to the current concern— even 
fear— t̂hat the new  forms o f D N A  testing, whether for the presence o f single genes 
that can b rin g  on severe illnesses or fo r genes that can provide clues about 
susceptib ility to chronic diseases, could lead to stigm atisation and discrim ination. 
There are concerns that genetic test results could be used to deny insurance, jobs, 
educational opportunities, and even governm ent services for m utation carriers or 
their nearest relatives. W hat is less easy to accept the idea w hether it is good for 
parents to be able to abort foetuses that w ill certain ly suffer from genetic disorders?

Regardless o f  how  worthy our ends m ay be— and even, indeed, when they 
strongly include concern for the well-being o f  those others— ŵe are not allowed to 
im pose paternalistically to impose these upon them. Persons m ust be treated as 
w hat K ant called ‘their own m asters’ or, in a m ore recent phase, as self-owners.59 
K ant says that happiness should not be our goal bu t he also says one m ust respect 
m oral agents. Practices like slavery and Nazi eugenic program m es are only the m ost 
dramatic examples o f not treating persons as self-owners.60

VIII International guidelines on genetic testing

There are a num ber o f  international measures which control the use o f  genetic 
testing. Crucial to any reforms at the national level is the adoption and integration 
o f the guiding principles o f UNESCO’s Declaration on Human Genome and Human 
Rights and the Council o f E urope’s Convention on Biom edicine. The UNESCO 
D eclaration on the H um an Genome and H um an Rights61 provides under article 6

57 In 1923 Lenz, together with his colleagues Erwin Baur and Eugen Fischer, wrote a 
textbook, Outline o f Human Genetics and Racial Hygiene, said to have been read by Hitler, and whose 
ideas find echoes in Mein Kampf. These ideas influenced the sterilisation law brought in when 
Hitler came to power in 1933. This made sterilisation compulsory for people with conditions 
including schizophrenia, manic depression, and alcoholism.

58 Supra note 56 at 114.
59 Kant, Metaphysics o f Morals 63 (Cambridge: Cambridge University Press, 1996). A thorough 

explication of the concept of self-ownership is to be found in G.A. Cohen, Self-ownership, Freedom 
and Equality (Cambridge: Cambridge University Press, 1995).

60 Hillel Steiner, “Silver Spoons and Golden Genes: Talent Differentials and Distributive 
Justice” in Justine Burley (ed.), supra note 2 at 135.

61 Universal Declaration on the Human Genome and Human Rights: UNESCO, November
1997.



2013] P ro te ct ion  o f  Human G enetic In form ation  193

thus:

No one shall be subjected to discrim ination (by which it means unjustified 
discrim ination) based on genetic characteristics that is intended to infringe 
or has the effect o f infringing human rights, fundam ental freedoms and 
human dignity.

And in article 7:

Genetic data associated with an identifiable person and stored or processed 
for the purposes o f  research or any other purpose m ust be held confidential 
under the conditions set by law.

Sim ilarly the E uropean Convention on H um an R ights and B iom edicine62 
explicitly prohib its any form  o f  d iscrim ination (by which it m eans un justified  
discrim ination) on the grounds o f  genetic heritage (article 11). And in article 10: 
“everyone has the right to respect for private life in relation to inform ation about 
his or her health.” Everyone is entitled to know any inform ation collected about his 
or her health. However, the w ishes o f  individuals not to be inform ed shall be 
observed. In exceptional cases, restrictions m ay be placed by law  on the exercise o f 
the rights contained in paragraph 2 in the interests o f  the patient. In addition, 
article 12 provides that, “Tests which are predictive o f genetic disease or which 
serve either to identify the subject as a carrier o f a gene responsible for a disease or 
to detect genetic predisposition or susceptib ility to a disease m ay be perform ed 
only for health purposes or for scientific research linked to health purposes and 
subject to appropriate genetic counselling.” However, it should be noted that this is 
not an unqualified right, since article 26 o f  the Convention allows certain restrictions 
on the exercise o f article 12’s protective provisions. The U K  G overnm ent has not 
at present signed the convention and so its requirements are not currently binding 
on U K  (a m em ber o f  EU).

There is considerab le d iversity  o f  approach w ith in  the EU, and vary ing  
definitions o f  “genetic testing” and “genetic in form ation” m ake interpretation 
complex. In Austria, employers and insurance companies are prohibited by law  
from  collecting, dem anding, o r u sing  data derived from  genetic tests. D anish 
legislation aims to ensure that health checks focus on actual/present health conditions 
and that those conditions are relevant to the em ployee’s work. A  working group 
reporting to the Finnish M inistry o f Social Affairs and H ealth has recom mended 
that employers should not be allowed to subject job seekers to genetic testing during 
recruitment, or to test employees already hired. French bioethics legislation specifically

62 Convention for the Protection of Human Rights and Dignity of the Human Being with 
Regard to the Applicatioa of Biology and Medicine: Council of Europe, 1997.
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prohibits access by any third party, notably employers and insurance companies, to 
inform ation held in databanks and m akes it illegal fo r them  to ask individuals to 
provide such inform ation. In the N etherlands, the M edical Exam ination A ct o f 
1997 prohibits employers from applying m edical criteria to recruitm ent unless there 
is an unam biguous health requirem ent for the job. There is also diversity outside 
the EU. Employers in Japan do not require employees to undergo genetic testing, 
however they m ay undertake genetic testing when undiagnosed diseases are being 
investigated as p art o f  in-work health checks.

The European Group on Ethics in Science and N ew  Technologies (EGE) 
published an opinion in 2003, detailing the ethical aspects o f  workplace genetic 
testing.63 As a general rule, the report recommends that employers consider a potential 
em ployee’s current health situation and not on attempts to predict future health. 
Additionally, the report does recognise certain “exceptional cases” where the health 
and safety o f third parties m ust be protected, and prescribes a set o f “stringent 
conditions” for such screening. A m ong the conditions set forth in the report is the 
need for docum ented validity o f the test used, in form ed consent o f the individual, 
and protection o f the confidentiality o f the genetic inform ation itself, which should 
be provided only to an independent health professional and not to the employer.64 
Consistent w ith D eclaration o f H elsinki (adopted by the W orld M edical A ssem bly 
in 1964, and amended in O ctober 2000) and the Universal Declaration on the Human 
Genome and H um an Rights (UNESCO, 1997), the basic ethical principles that 
should be followed in genetic research and services are : Autonomy,65 Privacy,66 
Justice67 and Equity.68

D espite disparity there is considerable unanim ity am ong EU countries on the 
issue o f  genetic  in fo rm ation . On June 13, 2007, all EU countries agreed  to 
unrestricted access to genetic inform ation, fingerprints, and car registration in all 
EU police databases.69 Thus, police in one EU country will be able to enter a suspect’s

63 European Group on Ethics in Science and New Technologies, “Ethical Aspects of Genetic 
Testing in the Workplace,” July 28, 2003.

64 Ibid.
65 Autonomy: Choice of participation in genetic testing and medical research should be 

autonomous, voluntary and based on informed consent; persons or groups with diminished 
autonomy should be given protection.

66 Privacy: Identifiable information (clinical, genetic, etc.) of individuals or groups is 
confidential and should be protected. Data privacy is an increasingly important issue in the 
healthcare industry. All individuals—including patients, employees, consumers or investors— 
expect protection of their personal data, which can comprise name, work and home address, 
family information, employment or financial details, or more sensitive health information.

67 Justice: There should be no discrimination against individuals (born or unborn including 
embryo) or groups. No harm should be done and benefits should be maximised.

68 Equity: There should be equitable access to information, tests and procedures.
69 Ian Traynor, “DNA Database Agreed for Police Across EU” The Guardian 13 Jun. 2007.
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genetic data into a database and obtain matches for any other EU countries as well. 
The new  system will also feature the sharing o f fingerprints and pictures for non- 
EU citizens seeking visas to enter Europe. The system can store the data for up to 
70 m illion people. It has been hailed as a way to tackle im m igration issues and 
transnational crim e.70

IX Disclosure of genetic disorder in medical practice

The doctrine o f confidentiality in the practice o f  medicine was prom ulgated to 
encourage free and open com m unication between patient and physician, aid in 
diagnosis and treatm ent, and reassure the patient that the inform ation disclosed to 
the physician o r obtained by the physician through diagnosis within the confine o f 
the physician-patient relationship would remain secret. A t the same time, physician 
owes duty to warn relatives and other mem bers o f  the society i f  their interests are 
involved. The m ain case concern ing a p ractitioner’s duty to disclose m edical 
inform ation to third parties is T arasoff v. Regents o f  the University o f  California.'^ In this 
case, during treatm ent o f out-patient (Posenjit Poddar), M oore, psychologist at 
U niversity o f  California, learned that Poddar intended to kill Tatiana T arasoff for 
refuting romantic advances. Moore had warned campus police o f  Poddar’s intentions, 
and that the police had briefly detained him , but then released him. Two months 
later Poddar shot and stabbed Tatiana. P laintiffs (Tatiana’s parents) brought a 
w rongful death claim against the four psychologists for their failure to constrain 
Poddar and their failure to warn Tatiana. In this case, the trial court dism issed the 
cause o f action, and the appellate court supported the dismissal. An appeal was 
then taken to the California Supreme Court. The m ain issue in this case was w hether 
the relationship between a therapist and a patient support the duty on the part o f 
the therapist to exercise reasonable care to protect identified third parties against 
dangers posed by the patient’s illness?

In Tarasoff, the Supreme Court o f  California addressed a com plicated area o f 
tort law  concerning duty owed. Their analysis required a balancing test between the 
need to protect privileged com munication between a therapist and his patient and 
the protection o f the greater society against potential threats. The court held that a 
psychologist could be liable for not w arn ing a m urder victim  that one o f  the 
p sych o lo g is t’s p a tien ts  exp ressed  in ten t to k ill her. The co u rt w e igh ed  the 
confidentiality interests against the public interest in safety from violent assault, 
and concluded that “the public po licy favouring protection o f the confidential 
character o f patient-psychotherapist communications m ust yield to the extent to 
which disclosure is essential to avert dangers to others.”

70 Ibî .̂
71 551 P. 2d 334 (Cal. 1976).
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Although under the common law, as a general rule, one person owes no duty to 
control the conduct o f  another72 nor to warn those endangered by such conduct,73 
the courts have carved out an exception to this rule in cases in which the defendant 
stands in some special relationship to either the person whose conduct needs to be 
controlled or in a relationship to the foreseeable victim  o f  that conduct.74 Applying 
this exception to the present case, the relationship o f  defendant therapists to either 
Tatiana or Poddar w ill suffice to establish a duty o f care; as explained in section 315 
o f the Restatem ent Second o f  Torts, a duty o f  care m ay arise from either “ (a) a 
special relation ... between the actor and the third person which im poses a duty 
upon the actor to control the th ird person’s conduct, or (b) a special relation ... 
between the actor and the other which gives to the other a right o f  protection.”75 
Here, it m ay be noted, an additional duty m ay be im posed on the m edical geneticist 
to recall form er patients to inform  them  about new ly discovered risks o f  treatm ent 
as well as current and future inform ation about conditions that are or could be 
inherited.

However, in Oslon v. C hildren ’s H ome Society o f  California'^'6 the appellate court 
found no duty to disclose a genetic condition to relatives. The case involved a woman 
who had agreed to have her infant son adopted. Thirteen years later she, then m arried, 
gave birth to another child who later died o f a genetic disease. W hen she contacted 
the adoption agency to inquire about the health o f  the son she had p u t up for 
adoption, she was inform ed that the child was still alive, but also had the genetic 
condition. She and her husband sued the agency for wrongful death o f their son, 
intentional infliction o f em otional distress, and fraud, claim ing that the agency had 
a duty to warn them  that her child had a genetic disease. The trial court dism issed 
the com plaint and the appellate court affirmed, hold ing that there was no special 
relationship between her and the agency that created a duty to notify her o f  the risk 
o f having another child.

The special relationship situations generally involve some kind o f dependency 
or reliance.77 In M ann  v. State,'8 the court recognised the trend toward recognition 
o f  a duty to aid and pro tect in any relationship o f  dependence or o f  m utual 
dependence. One o f  the requisite factors to a finding o f  special relationship is 
detrimental reliance by a person on conduct o f  another which induced a false sense

72 R̂ char̂ ŝ v. Sl̂ â n̂ êy (1954) 43 Cal. 2d 60, 65 [271 P.2d 23]; Wrî ght v. t̂̂ câ cee School Dist.
(1964) 230 Cal. App. 2d 272, 277 [40 Cal. Rptr. 812]; Rest. 2d Tor̂ ts (1965) § 315).

74 Prosser, Law o f Torts § 56, 341(4th ed. 1971).
74 Restatement Second of Torts, ss. 315-320.
75 Tarasoff v. Regents o f the University o f California, 17 Cal. 3d 436 (1976).
76 (1988) 204 Cal. App. 3d 1362.
77 J. A. Meyers & Co. v. Los Angeles County Probation Department, (1978) 78 Cal. App. 3d 309.
78 (1977) 70 Cal. App. 3d 773.
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o f security and worsened the position o f the person relying on the conduct.79 In 
Pate v. Threl^kel'f0 the Supreme Court o f  Florida recognised the duty to warn patient 
o f  transm issibility o f  genetic disease to child. In S chroeder v. P erk el and  Venin,81 the 
N ew  Jersey  Supreme Court held that the physicians had a duty to the child as well as 
an independent duty to the parents to disclose that the child suffered from cystic 
fibrosis. Failure to diagnose the disease and advise the parents was a breach o f the 
physicians’ duty to the parents.

In another case, in  Safer v .  E state o f  Packf'^ the Supreme Court o f N ew  Jersey 
held that a physician has a duty to warn individuals known to be at risk o f avoidable 
harm  from a genetically transm issible condition. In Safer, a wom an was diagnosed 
with colorectal cancer due to familial adenomatous polyposis, an autosomal-dominant 
condition predisposing to colorectal cancer. She filed a com plaint against the estate 
o f Pack, the deceased physician who treated her father for the same condition 30 
years earlier, alleging a violation o f duty on the part o f  this physician because he 
failed to warn her o f her own health risks. She argued that i f  she had known about 
her risk o f having this condition, her cancer could have been detected at an early 
and curable stage through regular surveillance. In a decision that d iffered from that 
o f the Pate court, the Safer court found that the physician’s duty to warn m ay not be 
satisfied in all cases by inform ing the patient o f the risk to his relatives. The court 
asserted that the physician m ust take reasonable steps to guarantee that im m ediate 
fam ily members are w arned.83 This ru ling defines a duty to warn that extends to 
fam ily m em bers in the case o f hereditary conditions.

One criticism  o f wrongful life and wrongful b irth actions is that these actions 
seem to be inherently discrim inatory towards the disabled.84 Parents undoubtedly 
face daunting em otional and financial burdens when they raise a child who has a 
disability. However, allow ing an action for wrongful b irth or wrongful life is not 
the answer. These claims encourage eugenic abortions, by both parents and by 
m edical providers alike. For someone who is actually liv ing life w ith a disability, 
recogn ition  o f  these cau ses-o f-ac tio n  m ust seem  d isrespectfu l and m o ra lly  
reprehensible, i f  not utterly revolting. Current legal and professional policies privilege 
respect for patient autonomy and allow disclosure to third parties without the patient’s 
consent only as a last resort in exceptional situations. One reason is that physicians’

79 Wî l̂î aim̂s v. Ŝ â ê o f (̂ cllî ornî a (1983) 34 Cal. 3d 18, 28.
80 661 So. 2d 278 (Florida, 1995).
81 432 A. 2d 834, 841 (N.J. 1981).
82 677 A.2d 1188 (N.J. Sup.Ct. App. Div 1996), ĉ er̂ t. denied, 683 A.2d 1163 (N.J. 1996).
83 Id. at 1192-93.
84 See Darpana M. Sheth, “Better Off Unborn? An Analysis of Wrongful Birth and Wrongful 

Life Claims Under the Americans with Disabilities Act” 73 Tennessee Law Review 641-42 (2006).
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duty to protect patient confidentiality is stronger than their duty to fam ily members 
with whom  they have no patient-physician relationship.

The Am erican M edical Association’s Council on Ethical and Judicial Affairs 
exam ined the consequences o f  genetic inform ation for relatives in a report on 
inform ed consent for genetic testing, which led  to a section on disclosure o f  familial 
risk in genetic testing in the association’s Code o f  M ed ica l E thics.85 The council agreed 
that physicians have a duty to pro tect their patient’s genetic inform ation, but that 
they should discuss the im plications o f genetic inform ation for fam ily members 
prior to testing and should define circumstances under which patients would be 
expected to notify their relatives o f  the risks associated w ith that inform ation.

The Am erican Society o f H um an G enetics’ po licy statem ent on professional 
disclosure o f  fam ilial genetic inform ation em phasises the conflict between the 
physician’s duty o f confidentiality to his or her patient and the duty to warn fam ily 
m em bers.86 The report concludes that physicians have at the very least the duty to 
inform  patients o f  potential genetic risks to their relatives. The existence o f  legal 
and statutory exceptions to patien t confidentia lity in  other circum stances (e.g., 
infectious diseases, v iolent crimes), suggests that physicians m ay have the right to 
warn fam ily m em bers when attempts to encourage the patient to do so have failed; 
the harm  is serious, im m inent, and likely; the at-risk relative(s) are identifiable; 
prevention or treatm ent is available; and a physician in sim ilar circumstances would 
disclose the inform ation (i.e ., d isclosing would be considered standard practice).

The American Society o f Clinical O ncology Policy Statement on Genetic Testing 
for Cancer Susceptibility recommends that physicians and counsellors address the 
im portance o f  com m unicating genetic test results to fam ily m em bers in the pre-test 
counselling and inform ed-consent processes prior to testing.87 Their position is 
th at the health  p ro fess io n a ls ’ ob ligation s to at-r isk  relatives are fu lf illed  by 
com m unicating the risks for fam ily m em bers to the patient and em phasising the 
im portance o f  sharing this inform ation so that fam ily m em bers m ay also benefit 
from it. After careful consideration o f the HIPAA88 privacy rules, this society explicitly 
concludes that genetic-risk inform ation does not m eet the necessary criteria for 
disclosing w ithout the patient’s consent.

85 American Medical Association, Council on Ethical and Judicial Affairs Report 9 (A-03), 
Disclosure of Familial Risk in Genetic Testing (Chicago, IL: American Medical Association, 
2007).

86 American Society of Human Genetics Social Issues Subcommittee on Familial Disclosure, 
Professional Disclosure of Familial Genetic Information 62(2) American Journal o f Human Genetics 
474-83 (1998).

87 American Society of Clinical Oncology, American Society of Clinical Oncology Policy 
Statement Update: Genetic Testing for Cancer Susceptibility, 21(12) Journal o f Clinical I 
2397-2406 (2003).

88 Health Insurance Portability and Accountability Act, 1996.
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X Conclusion

Currently, human rights anti-discrim ination legislation does not include ‘genetic 
conditions’ in its list o f  prohibitions. Some would argue that it could be included 
under the broad category o f handicap or disability. W hile genetic screening has 
become easier and cheaper, treatm ent o f  genetic disease lags behind. Thus, while 
someone m ay have the ability to determ ine i f  they are at high-risk o f  disease, m any 
people m ay choose not to find out due to the inability to take any precautionary 
measures. The concept o f  a “right not to know” would apply in these situations, 
allow ing a person to control the knowledge about w hether he/she has a certain 
genetic predisposition.

Legal protection is a double-edged sword.89 However, genetic-specific legislation 
could be adopted forbidding the use o f  genetic inform ation in certain sectors such 
as employment and insurance. Changes in the hum an rights law  with the addition 
o f ‘genetic condition’, or the adoption o f specific statutes, then, are likely to be 
problem atic in that they could further contribute to public perception o f  various 
genetic traits as ‘abnorm alities’. It is this very perception o f  abnormality, which has 
also contributed to the hesitancy o f  fam ily members to share inform ation am ongst 
them, which is one more area o f concern.90 People m ust avoid p lacing unrealistic 
expectations on legislative solutions as they are by no m eans a universal panacea. 
They need to be m indful that there are also some drawbacks to a fixed legislative 
approach, particularly in an area which is undergoing rapid change. Therefore, flexible 
m echanism s that are capable o f adapting w ith  appropriate speed to on-go ing 
developments in genetic science and medicine are needed.

Genetic inform ation m ay provide some indication o f vulnerability, but it is not 
possible to say whether a specific individual will develop the disease, when the disease 
m ight develop, o r how severe it m ay become. For example, the Washington Post 
reported in 2003 that researchers identified a gene responsible for the developm ent 
o f depression after exposure to extreme stress. People with a variation in the identified 
gene are m ore than twice as likely as people with the norm al version o f  the gene to 
react to a traumatic event by becom ing depressed. Nevertheless, 57 percent o f people 
w ith the m utated gene never became depressed and 17 percent o f people w ithout 
the m utation developed depression in response to sim ilar events.91 In another 
instance, say for example, H untington’s disease is an inherited neurological disease 
that results in death by a person in their late 30s or early 40s, after a period o f

89 M.A. Rothstein and B.M. Knoppers, “Legal Aspects of Genetics, Work and Insurance in 
North America and Europe” 3 European Journal o f Health Law 161 (1996).

90 Supra note 2 at 46.
91 Shankar Vedantam, “Variation in One Gene Linked to Depression” Washington Post, 18 

July 2003 at A1.



200 Jou rn a l o f  th e Indian Law Institu te Vol. 55 : 2

extended deterioration o f  both m ental and physical control.92 A lthough there is no 
treatm ent for the condition , a reliable test for H untington ’s does ex ist. The 
inheritability o f  the disease is straightforward, as dem onstrated by the fact that 
children o f a person w ith H untington’s w ill have a 50 percent chance o f also being 
affected.

In Russia, scientists are discussing the adoption o f genetic passports.93 They 
believe the passports would prevent disease because they would allow  for early 
detection o f  an individual’s predisposition to num erous health problem s, including 
cardiovascular disease, neurological disorders, and cancer. The test would also allow 
parents to gain a “genetic portrait” o f their newborn children. A  genetic passport 
would also allow for adoption o f  personalised m edicines.94

In some context, in ternational rules are be ing  developed to prom ote the 
observance o f m inim um  standards in the protection o f  human genetic inform ation. 
As stated above, in 1997 the United N ations Educational, Scientific and Cultural 
Organisation (UNESCO) adopted the Universal Declaration on the Human Genome 
and Human Rights. The declaration seeks to establish high-order principle but that 
is not binding on mem ber states. An instrum ent o f binding instrum ent is the Council 
o f Europe’s Convention on H um an Rights and Biom edicine, which seeks to protect 
the d ignity and identity o f  all hum an beings and guarantee everyone, w ithout 
discrim ination, respect for their integrity and other rights and fundamental freedoms 
with regards to the application o f b io logy and medicine. One should look to the 
precedents in both international and comparative law  for inspiration regarding ethical 
and legal solution for regulating the privacy o f  genetic inform ation.

A  key com ponent o f concern is the perception that there are no or inadequate 
controls over the process and outcomes o f  the developm ent and application o f 
gene technology in the area o f employment and insurance. A lthough it is not possible 
to endorse a particu lar regulatory solution in advance for all circumstances, one 
m ay recognize the need for a range o f flexible solutions including guidelines, codes 
o f practice and better education. The rules protecting genetic inform ation m ust be 
clear and known to the medical, scientific, business and law  enforcement communities 
and the public.

92 National Institute of Neurological Disorders and Stroke, “NINDS Huntington’s Disease 
Information Page,” Office of Technology Assessment (OTA): Genetic Monitoring and Screening 
in the Workplace, OTA-BA-455, 13 (Washington, United States Government Printing Office, 
October 1990), (As cited in Conditions o f Work Digest, “̂Workers’ Privacy III: Testing in the Workplace”
66 (International Labour Office 1993).

93 “Genetic Passport Will Foretell the Future” Science and Life 20 Jan. 2006.
94 Ibid.


