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Human Genetics

uch current research in
human genetics is di-
rected toward identify-
ing genes associated
with specific diseases. At the same
time, some areas of human genetics
are neglected or their exploration is
actively discouraged. The articles in
this issue of geneWATCH, which con-

centrates on human genetics, illus-
trate both these trends.

The identification of specific genes
and their localization on the chromo-
somes is a major aim of the Human
Genome Initiative. This megaproject
was originally conceived by the De-
partment of Energy, but the adminis-
trative offices of the Human Genome
Initiative are now located at the Na-
tional Institutes of Health, with James
D. Watson as director. The project’s
intent is within the next fifteen years
to specify the position of the fifty to
one hundred thousand genes thought
to be located on the twenty-three hu-
man chromosomes and to sequence
the approximately three billion pairs
of nucleotide bases of which these
genes are composed. The project’s
proponents claim that this is the best
way to find out how genes function
and to improve the diagnosis and
treatment of a wide range of diseases.

The Human Genetics Committee of
the Council for Responsible Genetics
(CRG) has prepared a critique of the
Human Genome Initiative. This posi-
tion paper analyzes some of the scien-
tific flaws and adverse economic and
ethical implications of the project and
highlights the dangers it poses of ge-
netic discrimination.

Briefly, the position paper challeng-
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es the notion that identifying the gene
(or genes) involved with a particular
disease significantly improves the
outlook for a cure, except in rare cas-
es. Furthermore, it argues that the ge-
nome project greatly exaggerates the
importance of genes at a time when a
deteriorating environment and econ-
omy make it increasingly difficult for
people to live healthful lives.

The Human Genome Initiative is
likely to lead to improved techniques
of genetic diagnosis and DNA-based
identification for a range of diseases
and disabilities that could not be pre-
dicted before. Yet many of these diag-
noses will offer only statistical predic-
tions of future health outcomes. This
is likely to raise a host of complex is-
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Position Paper on

Genetic Discrimination

by the Human Genetics Committee
of the Council for Responsible Genetics

uring the past decade

there has been a dramatic

expansion in the number

and range of genetic tests
designed to predict future health.
Whereas ten years ago tests were
only available for a few inherited con-
ditions, now tests exist to diagnose
cystic fibrosis, Huntington disease,
and several other gene-based diseas-
es. Physicians are even projecting that
they may be able to diagnose genetic
predispositions for complex condi-
tions such as cancer, cardiovascular
disease and mental disorders.

As tests become simpler to admin-
ister and their use expands, a grow-
ing number of individuals will be la-
belled on the basis of predictive
genetic information. This kind of in-
formation, whether or not it is even-
tually proved correct, will encourage
some sectors of our society to classify
individuals on the basis of their ge-
netic status and to discriminate
among them based on perceptions of
long-term health risks and predic-
tions about future abilities and disa-
bilities. The use of predictive genetic
diagnoses creates a new category of
individuals who are not ill, but have
reason to expect they may develop a
specific disease some time in the fu-
ture: the healthy ill.

While the new diagnostics will pro-

vide identification of genetic |
factors that may be responsible
for evoking certain diseases or
disabilities, it is not at all obvi-
ous how rapidly and to what
extent this information will
lead to treatments or cures for
the diseases in question. Diag- &
noses unaccompanied by cures
are of questionable value. This
is especially true when the di-
agnosis can be made long be-
fore the person in question be-
gins to notice any symptoms of
disability or disease, as is often
the case. Many genetic tests
predict—often with limited ac-
curacy—that a disease may be-
come manifest at an undeter-
mined time in the future. And
although the severity of many
genetic diseases varies widely
among those individuals who &
develop the disease, the diag-
noses usually cannot predict how dis-
abling a specific person’s disease will
be. To this extent, the situation is si-
miliar to the experience of people di-
agnosed to be infected with the hu-
man immunodeficiency virus (HIV),
who know that they will probably de-
velop one or more AIDS-associated
diseases, but not when or which ones.
This kind of “predictive medicine”
raises novel problems for affected in-
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dividuals and they, together with
their physicians and counselors, will
have to learn how to approach them.
Meanwhile the exaggerated emphasis
on genetic diagnoses is not without
its dangers because it draws attention
away from the social measures which
are needed in order to ameliorate
most diseases, including equitable ac-
cess to health care. Once socially stig-
matized behaviors, such as alcohol-
ism or other forms of addiction or
mental illness, become included un-
der the umbrella of “genetic diseas-
es,” economic and social resources
are likely to be diverted into finding
biomedical “cures” while social meas-
ures will be short-changed.
Individuals labeled as a result of
predictive genetic tests face the threat
of genetic discrimination. They and
their families are already experienc-
ing discrimination in life and health
insurance and employment because
genetic information is being generat-




coverage.8 Some insurance compa-
nies did not end the practice of using
explicit racial classifications in setting
rates and benefits until the early
1960s. And, in the early
1970s healthy African Amer-
icans who were identified as
having “sickle cell trait”
once again experienced insu-
rance discrimination, when
some insurance companies
charged them higher rates,
despite the lack of evidence
that such individuals were at {
greater risk than usual of ill
health or shortened life span.

Life and health insurance
companies are regulated by
the states, and a patchwork
of laws govern how rates are
set and what types of dis-
crimination are permissible.
For example, Maryland and New Jer-
sey, which limit unjustified discrimi-
nation, may permit discrimination on
the basis of genetic status if increased
actuarial risk of disease or decreased
life span can be demonstrated.? Insu-
rance companies argue that they have
the right to make appropriate busi-
ness and financial decisions based on
their objective statistical determina-
tion of group risk. However, it is not
equitable to stigmatize individuals on
the basis of group risk, nor is it sound
public health policy to deny life and
health insurance generically to indi-
viduals with risk factors.

Without legislation mandating that
all insurers cover populations at risk
without discrimination, those who do
provide comprehensive coverage are
at a financial disadvantage. Insurance
companies have successfully staved
off legislative interference with their
decisions to deny coverage based on
actuarial risk and there is every rea-
son to believe that they would lobby
aggressively against laws which
would prohibit genetic discrimina-
tion. The actions of the insurance in-
dustry regarding HIV antibody status
are revealing. For example, states
which have tried to regulate against
discrimination on the basis of anti-
bodies to HIV have met vigorous le-
gal challenges by insurance compa-
nies, and several such state
regulations have been invalidated by
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the courts.

In their survey of discrimination as
a consequence of genetic screening,
Paul R. Billings, Mel A. Kohn, Marga-
ret de Cuevas and Jonathan
Beckwith of Harvard Medical
School illustrate how “data
banking” of genetic informa-
tion can lead to future abuses
not only against at risk indi-
viduals, but also against their
relatives.10 Already compa-
nies that manage medical in-
formation for insurers track
individuals identified as hav-
ing specific genetic conditions
so that such people may be
denied insurance whether or
not they reveal the relevant
genetic information on their
applications. In addition, gov-
ernment agencies have the ca-
pacity to retain records of “DNA fin-
gerprints” on individuals who have
been charged with committing vio-
lent crimes.11

Data banking increases the risk that
genetic information will be used in
ways that violate individual privacy
and encourage irresponsible genetic
epidemiology. To examine the full
impact of genetic data banking we
need to answer three questions: 1)
What information is stored, 2) who
has access to the information, and 3)
how can such information be used?

An individual’s right to refuse ge-
netic screening is eroded when em-
ployers and insurers require such in-
formation as a precondition for

Proposed Actions

he dangers of genetic discrimina-

tion may be lessened if advocacy
groups and the relevant public and
private agencies take the following
actions:

¢ Develop fact sheets that de-
scribe what is known about genetic
screening and why genetic status
does not necessarily identify an indi-
vidual’s health or abilities. The fact
sheets should be written by health
and disability rights advocates and
geneticists. They should encourage
discussion of the dangers of stigma-
tizing individuals on the basis of fu-
ture risks of ill health or disability.

* Offer short courses on the uses
and abuses of genetic screening to
the general public and to journalists,
health care professionals, teachers, la-
bor unions, and scientists by public
interest groups, educational institu-
tions, cable television, and other
media.

¢ Draft model laws that can be
proposed at local, regional, and,
where appropriate, state and federal
levels. These laws would prohibit dis-
crimination in education, employ-
ment, insurance, housing, public ac-
commodations, and other areas,
based on present or predicted medi-
cal status or hereditary traits.

* Design proposals to end disabil-
ity discrimination in all its forms, in-
cluding proposals that will afford ac-

Discrimination against individuals with particular genetic
characteristics harms all workers by diverting attention from the
need to improve workplace conditions for everyone.

employment or for life or health insu-
rance. Even more chilling are instanc-
es where insurers have attempted to
manipulate individual decisions
about childbearing. Insurers have
pressured potential parents to be
screened or to have their fetuses
screened, and then have tried to ma-
nipulate their procreative decisions
by threatening to withdraw benefits
to those who choose to give birth to
children at risk of genetic disabilities.

cess and participation in all aspects of
public life by individuals who are dis-
abled. Coalitions should be encour-
aged between groups concerned with
civil liberties, disability rights, wom-
en’s rights, procreative rights, occu-
pational health and safety, workers’
rights, and the right to health care.

* Propose absolute and legally
binding guarantees of confidentiali-
ty to protect information obtained
from genetic screening. The informa-
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Genetic Discrimination:
An Ongoing Survey

he misuse of genetic data
for social, political and eco-
nomic purposes has
plagued the field of human
genetics. Though the origins of this
problem require more investigation,
the roots of this tradition probably
are the same as those that have pro-
duced racism: an economic system
dominated by a clannish ruling class.

A current version of this historical
problem is reflected in the medical
fallacy that suggests that human ill-
ness is encoded in mutant genes
(changed DNA sequences) which can
be transmitted within families to suc-
cessive generations. Adherents of this
position claim that virtually every
trait or health condition, even those
which are not inherited in a simple
fashion, are either caused or signifi-
cantly influenced by genes.

In reality, illness results from a
multifaceted response of the human
organism to a variety of circumstanc-
es and influences, some of which may
be affected by genes. A gene does not
produce illness; rather, it can confer a
trait or a susceptibility which, given
other intrapersonal and environmen-
tal factors, may become associated
with a specific disease in the course
of a lifetime.

The expression of genetically-
influenced traits, and especially of
those linked to illness, tends to be
highly variable. Mutations (changes
in a gene) may be easily noted, entire-
ly masked by environmental influenc-
es, or not detectable for other, often
unknown reasons. (Gene changes
that are thought to have occurred, but
that do not manifest themselves in
the expected traits are said to be

Paul Billings is a medical geneticist en-
gaged in basic and clinical research
in human genetics. He is the Director
of the Clinic for Inherited Diseases,
New England Deaconess Hospital,
Boston, Massachusetts.

geneWATCH

by Paul Billings, M. D.

The prejudices described in these reports included
stigmatization not only of the individual labelled with the
genetic disease, but also of close relatives including spouses.

“non-penetrant.”)

Several inherited conditions can
now be treated successfully. In such
cases, the DNA sequence (“the gene”)
associated with the susceptibility con-
tinues to be present in all the body
cells, but there may never be any sign
of illness. A familiar example of this
is PKU (phenylketonuria), a severely
disabling genetic condition if left un-
treated. However, if PKU is diag-
nosed at birth and the children who
have it are treated with a modified
diet, they may never experience any
symptoms of this disease. Thus genes
do not necessarily determine the
presence, course, severity, or ramifi-
cations of the illnesses with which
they are associated.

Genetic discrimination in health
matters can occur whenever the belief
that an illness is encoded in the hu-
man genome is accepted. A recent
survey | have conducted jointly with
Jonathan Beckwith, Mel A. Kohn, and
Margaret de Cuevas! suggests that
this type of discrimination occurs in a
variety of settings. By publishing an
advertisement in the
American Journal of
Human Genetics and
in the newsletters of
several organizations
of people with genetic
disorders, we solicited
descriptions of in-
stances of discrimina-
tion from victims or
health care providers.
We received 42 re-
sponses of which 29
reports were evaluat-
ed carefully.

The prejudices de-
scribed in these re-

ports included stigmatization not
only of the individual labelled with
the genetic disease, but also of close
relatives including spouses (who, of
course, usually are not genetically re-
lated). The people who were discrimi-
nated against did not necessarily
manifest clinical symptoms or disabil-
ities. The discrimination was not rem-
edied upon protests by outraged phy-
sicians or by evidence that effective
preventive treatment was averting or
controlling the disorder. Current laws
did not offer adequate protection and
individuals seemed afraid that they
might suffer further losses if they
sought legal redress. Offending agen-
cies included employers, insurers,
adoption agencies, educational insti-
tutions, and the government.

Several individuals with hereditary
biochemical disorders who had been
appropriately treated and were not
ill, could not get insurance. One non-
disabled respondent who has a genet-
ically mediated neuromuscular disor-
der (Charcot-Marie-Tooth Disease or

(continued on page 15)

A few drops of blood from a heel prick are enough to identify
most babies with the genetic condifion PKU. Once diagnosed,
such babies can be successfully treated with a special diet.



shocked to find that genetic research
was not just an abstraction, and they
were shocked because, as one later
told us, “I have worked all my life in
this crummy plant to keep my family
safe and healthy, and now you're tell-
ing me that I gave my son his heart
problems.”

Our difficulties in obtaining
help from other scientists

A s scientists, we could not affirm
that there were genetic risks as-
sociated with the workplace based on
the sample of five out of five. We
therefore turned to other scientists
with experience in human genetics.
For example, at the birth of his sec-
ond malformed child, one member of
the executive had been told by the ge-
netics counselor at a local hospital,
“These things just happen, we'll nev-
er understand them. But they could
not be associated with your work.”
We called the hospital many times,
trying to reach this doctor, known as
an expert in the field, and eventually
to reach any one in the service, but
our calls were never returned. In
1982, after our report had come out,
the doctor finally called us: he had
been retained by the employer and
was threatening us with a lawsuit on
their behalf,

We called the genetics service of
another hospital to see whether any-
one would undertake a study of the
workers. The service would not do a
study, but offered to examine the
newborn with the tracheo-esophageal
fistula to see whether
she or her parents had
chromosomal anoma-
lies. The test was nega-
tive, but this did not
enable us to conclude
that the baby’s prob-
lems were unrelated to
the workplace, since
relatively few genetic
anomalies are demon-
strable with the tech-
nique they used. We
talked to the head of a
large department of
human genetics and
he informed us that
offspring of male work-

geneWATCH

ers could not be affected by working
conditions. On being asked why, in
that case, he injected male rather than
female mice when he studied muta-
genesis, he responded that it was
strange, wasn’t it. (This fairly com-

among 15 workers and 15 controls,

and for development of a question-
naire on workers’ reproductive out-
comes. We were extremely nervous
about doing this, since in our work

with fungi, we would never have

We were shocked to find that

genetic research was not just an

abstraction, and they were shocked because, as one later told us,
“I have worked all my life in this crummy plant to keep my
family safe and healthy, and now you're telling me that I gave
my son his heart problems.”

mon scientific error is made less often
now that many workplace exposures
have been shown to affect male re-
productive health. 34.5)

In general, the local genetics com-
munity clearly was reluctant to get in-
volved; it made us think of N| ew
Yorkers watching a mugging. We
learned quickly not to use the word
“union,” but even “worker” sufficed
to induce a negative reaction. (We
have subsequently met the same re-
sponse from a dozen scientists who
refused when we asked them to testi-
fy in a court case involving compen-
sation to an infant allegedly mal-
formed by in utero solvent exposure.®)

Preventing genotoxic effects
on workers

Not finding anyone else to do the
study, we got a tiny grant from

our university (available due to the
union-university agreement) for a
study of chromosome aberrations

- - s

used a technique about which we
knew so little. Interestingly, once we
suggested that their Pparticipation be
anonymotus, the scientific community
became very helpful: an epidemiolo-
gist offered to help us write the ques-
tionnaire and check the results, and a
cytogeneticist taught us how to check
for chromosomal aberrations in white
blood cells. The numbers of breaks
are counted and compared to those
found among an appropriate control
group. Chromosomal breaks are
thought to be an indicator of genetic
damage. The union arranged to intro-
duce us to 15 of the most exposed
workers, a sample size adequate for
studies of chromosome breaks with
this technique, since many cells from
each subject can be studied.

With the help of two undergradu-
ate summer students, we analyzed
the chromosomes and read the ques-
tionnaire results. The chromosomes,
coded “blind”, yielded a significant
difference between exposed workers
1 and controls of the
same sex and similar
ages selected from uni-
versity personnel and
their relatives. Howev-
er, this test is not un-
ambiguous and we
did not have perfect
confidence in our re-
sults, due to our own
inexperience.,

A well-known
American researcher
offered to check our
results. He came, took
samples, and returned
with them to his labor-
atory, promising to



working conditions, although we
have recently submitted six such re-
quests. When the studies have not
been rejected outright, the parts in-
volving questionnaires have been cut.
We have unfortunately no idea how

load lifting,2021 all done in the labora-
tory, where workers are modelled by
college students or army volunteers,
or the literature on how to assay gen-
otoxic effects.??)

* In fact, according to many scien-

We also didn’t understand why the company’s geneticist
continued to be well respected in scientific circles while
frequently accepting money from management, while we were
regarded as untouchables because of our non-lucrative
relationship with unions.

to gain information on working con-
ditions without use of questionnaires,
since employers are reluctant to let
even non-union-affiliated researchers
onto their property to do direct obser-
vation during working hours, and
since workers are usually people who
know most about their true, rather
than ideal, working conditions.

* If we state that workers need and
want desperately the answer to some
question, this is a reason for a study
not to be funded, on grounds of bias,
although such reasoning is not ap-
plied to joint university-industry pro-
jects, which are actively encouraged
by granting agencies.!” We tried for
four years to get funding for a study
on reproductive outcome which was
requested by a union of 1000 work-
ers, designed with them, and address-
es questions of daily concern to them.
But when the study is explained, sci-
entists tend to react negatively to this
aspect, since subjects of a study are
not supposed to have a stake in the
results. We think, on the other hand,
that a really effective way to ensure
good-quality data is by involving the
workers in the study. In fact, workers
have much less interest than research-
ers in biasing the data. After all, it is
in the interest of a scientist to find an
interesting workplace risk to health in
his/her study but the person who has
to work there the next day is happier
when no risk has been shown to exist.

¢ In the eyes of many scientists,
workplaces do not lend themselves to
scientific study. They consider it
more accurate to model the work-
place in the laboratory, and then state
all the differences between the model
and the real situation. (See for exam-
ple the classic ergonomic studies on
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tists, humans do not lend themselves
to scientific study. I spent a sabbatical
year in a highly-regarded research in-
stitute examining mutant frequencies
in blood cells of people exposed to
ionizing radiation and exploring
methods for differentiating radiation-
caused from other DNA damage. The
most frequent comment I received on
my project was that it would be much
better to do this with Chinese ham-
ster cells. When I replied that I was
interested in living human blood,
which circulates, and varies in its ex-
posure to radiation in ways that cells
in culture don't, people replied that it
was impossible to control all the pa-
rameters affecting human blood, and
that work with isolated cells was
more reliable.

Thus, the closer we were to ques-
tions asked by workers, the less likely
we were to encounter a sympathetic
response from other scientists. But it
was not only the content of projects

she’s a good little girl!”

We were told by a biochemist,
member of a committee which con-
sidered a grant request by another
one of us, “Someone asked, ‘Isn’t she
the one who has a relationship with
unions?” Of course, that didn’t influ-
ence our [negative] decision, but it
made a funny atmosphere around the
table.” In contrast, the fact that the
chairman of a major Canadian epi-
demiology department regularly
does paid consulting for companies
does not appear to affect negatively
his considerable ability to obtain
grants. He recently accepted money
from a company to critique a project
proposed by the union, and then was
selected by a granting agency to re-
view the same project for funding.
(Funding was refused.)

Consequences

Unions lack access to scientific
expertise. Our experience is just
one example of the pressure exercised
on non-conforming scientists and es-
pecially those who “mix” other than
middle-of-the-road politics with their
scientific endeavours. Donna Mer-
gler has experienced pressure to
abandon studies of the neurotoxic ef-
fects of solvents; two doctors at the
Ontario Workers” Health Centre were
asked to choose between their univer-
sity appointments and their participa-
tion in a labor-sponsored organisa-
tion.23 A labor-initiated study at the

Interestingly, once we suggested that their participation be
anonymous, the scientific community became very helpful.

which offended other scientists. For
example, one of us included in her
CV, in an application for work on ra-
diation effects, co-authorship of a
100-page booklet on radiation in the
workplace, published jointly by the
unions and the university. This single
reference led to the remark, “Why
does she bring up the unions every-
where (sic) in her application?” In
contrast, a member of a committee
considering a grant request for work
with cells in culture in collaboration
with hospital staff, said, “Oh, now

US National Institutes of Occupation-
al Safety and Health (NIOSH) on the
effect of VDTs on pregnancy was
stalled by labour-management con-
flict for so long that the proposed
control group started using VDTs,
making the study impossible! 24
Consequently, unions in joint la-
bor-management committees or ad-
versary situations have limited access
to highly trained and respected scien-
tific resources. This is so, not only be-
cause unions have much less money
than management to pay for resourc-
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Dangerous Diagnostics:

The Social Power of Biological Information
Reviewed by Marsha Saxton

D angerous Diagnostics is an explo-
ration of the history of testing

and of how the rapidly increasing
range of tests can be used and
abused. Nelkin and Tancredi focus on
medical tests, psychiatric evaluations,
educational tests such as are used for
identifying learning disabilities and
classifying intelligence, and genetic
tests which may detect susceptibility
to disease or sensitivity to workplace
hazards. The authors discuss the im-
pact of these tests on social institu-
tions. This review will focus primari-
ly on the issues surrounding genetic
tests.

The public tends to regard the new
biotechnologies as amazing examples
of modern science, something akin to
Space travel. There is little compre-
hension among the general public
that these technologies will have pro-
found effects on the everyday lives of
ordinary people.

With current increases in the ex-
pense of health care, hospitals and
clinics are under pressure to function
as profit-making institutions. Diag-
nostic technologies that predict dis-
ease before the onset of symptoms
are increasingly being used to deter-
mine which patients are poor finan-
cial risks. Nelkin and Tancredi report:

In 1987, 20 per cent of insurance appli-
cants were classified as substandard; their
policies excluded particular conditions, or
they paid higher than usual rates.... Some
genetic conditions are considered unac-
ceptable for either medical coverage or
disability insurance. These include aut-
ism, spina bifida, duodenal or gastric ul-

Marsha Saxton is executive director
of The Project on Women and Disabili-
fy and a board member of the Boston
Women's Health Book Collective, Her
book, With Wings: An Anthology of Lit-
erature by and about Women with
Disabilities, co-edited with Florence
Howe, is published by the Feminist
Press.

geneWATCH

cer, narcolepsy and active rheumatoid
arthritis.

Such health care “rationing” increas-
es the gap in the care available to rich
and poor, and denies care to people
who need it most.

The authors point out that while
many characteristics such as height
and longevity are recognized to be
the product of interactions between
genetics and environ-
ment, this interactive
model is not applied
when a disease is discov-
ered to be “genetic”. In-
stead, clinicians tend to

DUGNOSTICS

interpret all conditions

known to have a genetic The

component as if genes
were the determining in-
fluence. But “Valid and
useful diagnosis ... must

of Biological |
Information |

cent of cases, their usefulness is
questionable,

The possibility of false positives
raises complex concerns. An institu-~
tion carrying out a screening proce-
dure may consider a low or moderate
level of reliability adequate. But for
the individual being screened, the
consequence of error may not only be
personally distressing, but also result
in stigma or ostracism.

Employers are major financial ben-
eficiaries of the new tests, since under
the pretext of protecting workers
characterized as genetically “ultrasen-
sitive” to occupational hazards, a
company can refuse to hire certain
categories of people, rather than insti-
tuting perhaps more cost-
ly policies that would pro-
tect all workers.

Employee screening pro-
grams that eliminate
women of childbearing
age, in particular, have
come under criticism for
their discriminatory
intent.

The genetic tests have

oo s o opnenes [ HITILAELNL 1 | b fo oyt ot
of a genetic or biological | RURENGETANERED | 7,2 o People vulne
condition with the actual SR € 1o employment dis

Dorothy Nelkin and Laurence Tancredi
Dangerous Diagnostics: The Social Power of
Biological Information
New York: Basic Books, 1989 (224 pp-, $18.95)

disease. Most genetic disorders, in
fact, are polygenic, the product of the
interaction of several genes with a
person’s environment.” Nor will a
test “provide information about the
timing or severity of a disability or
how it might affect the normal func-
tioning of the afflicted individual.”
There may be little correlation be-
tween a positive test result and im-
paired performance. Also, many ge-
netic tests diagnose or predict
potential illness where hope for treat-
ment or cure may be decades away.
Since diagnoses affect the course of
therapy in only eight to thirty per

crimination, denial of medical or life
insurance and a host of other social
privileges.

Such discrimination is not new to
people with disabilities and critics of
the new diagnostic technologies need
to explore the history and current
policy regarding denial of social priv-
ileges and civil rights on the basis of
perceived physical, mental or emotion-
al limitations, which usually are
markedly, if not completely, different
from the individual’s actual abilities.

Negative assumptions about peo-
ple with disabilities have led to the
increased use of prenatal screening
techniques designed to identify a “de-
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DISCRIMINATION STUDY
(continued from page 7)

CMT), which is notorious for its high-
ly variable clinical manifestations,
could not get automobile insurance.
This occurred despite a letter from his
physician emphasizing his lack of dis-
ability and the fact that he has had no
traffic accidents or violations in twen-
ty years of driving. Another respon-
dent with CMT could not get life in-
surance even though this disorder
does not shorten lifespan. Yet another
was refused a job for which she had
been recruited. She listed CMT on a
pre-employment form. The interview-
er asked her what the initials stood
for, looked the disease up in a medi-
cal book, and denied her the job.

A healthy individual, who carries
only one gene for a recessive genetic
condition (Gaucher Disease—a liver
disorder which is never manifested
unless both genes that mediate the
trait are present) was not allowed to
enlist in the Air Force. This suggests
that the military still does not under-
stand that people who have only one
copy of a gene producing a recessive
disorder are at no increased risk for
illness. Yet, a great deal of publicity
about this has been directed at the
armed services ever since the 1970s
when the Air Force improperly de-
nied admission to African-American

recruits with sickle cell trait.

Several people who responded are
at risk for Huntington disease. They
have a one-in-two chance of contract-
ing this disorder, and if they do, it
can be very debilitating. Huntington

disorders experience discrimina-
tion—a key fact if we wish to ascer-
tain whether agencies have active
policies of genetic discrimination—
our findings suggest that such poli-
cies exist. To establish this will re-

Individuals with hereditary biochemical disorders who had
been appropriately treated and were not ill, could not get
insurance.

disease usually does not exhibit
symptoms until people reach mid-life
and sometimes not until old age. Two
of our respondents were barred from
adopting children and one of them
was told the reason was that she
might develop the disease before the
child was fully grown. Another
asked: “Does this [possible inherited
susceptibility] make me different
than anyone with diabetes or cancer
- in their ancestry?”

We also received reports of two in-
stances in which women carrying fe-
tuses, which had been diagnosed as
having genetic disorders, decided to
continue their pregnancies. They then
had to fight to retain full insurance
coverage for the future care of their
babies.

Though our survey method does
not allow us to estimate the frequen-
cy with which persons with inherited

quire further investigation.

A systematic effort by geneticists
and others to educate the public
about the limited predictive value of
genetic diagnoses is essential to pre-
vent further genetic discrimination.
Unfortunately, the Human Genome
Initiative, as it is currently conducted,
is likely to worsen these problems
since it may generate genetic tests
long before appropriate therapies are
developed or public understanding
improves. As we have seen, even the
existence and conscientious use of ad-
equate therapies may not prevent the
occurrence of genetic discrimination.

Notes

1. Paul R. Billings, Mel A. Kohn, Marga-
ret de Cuevas, and Jonathan Beckwith,
“Genetic Discrimination as a Conse-
quence of Genetic Screening.”
Unpublished.
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