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TESTING TO IDENTIEY ADULT CARRIER STATUS
Tay-Sachs Disease, Familial Dysautonomia (FD), Canavan
disease, Niemann-Pick disease, Gaucher disease (Type 1),
Cystic fibrosis (CF), Fanconi Anemia (Type C), Bloom
syndrome, Mucolipidosis Type IV (MLI1V)

The Jewish Genetics Project, funded by a New Y ork based
philanthropic trust, will offer individuals a full battery of
genetic tests from a single medical practitioner or

“Scientists have isolated the gene that makes

healthcare facility. Currently, tests for 8 of the 10 genetic scientists want to isolate genes.”
diseases the trust hopes to prevent are administered in
different medical facilities as separate procedures.
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PRENATAL TESTING

Procedural risksversustheology: chorionic villus sampling for Orthodox Jews at lessthan 8 weeks gestation.
Am J Obstet Gynecol 2002 Jun;186(6):1133-6 Wapner RJ, et. &l

OBJECTIVE: According to Orthodox Jewish law, abortion is only permitted before 40 days post conception. This
evaluation was performed to determine the feasibility and safety of performing chorionic villus sampling (CVS) at 7
to 8 weeks gestation so that genetic results would be useful for these patients.
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PRE-IMPLANTATION GENETIC DIAGNOSI S

Italian court upholdsban on

pre-implantation diagnosis

BMJIR006;333:934[(U[MNovember)
Fabio Turone Milan

Sunss child has successful bone marrow transplant
Jfrom “saviour sibling” after treatment in Belgium

A successful bone marrow tansplant from a baby conceived to save

A decision by the Italian COﬂSt!tUtiOI’l&ﬂ Court the life of its sibling has sparked a heated debate on medical ethics in
last week hasprovoked debate in Italy about the  Switzerland.
restrictive law on assisted reproduction, which The 1 vear old, named only as Elodie H. for legal reasons (pic-

was approved in 2004. The law limits invitro

fured rig Tt’m was born from an embryo selected from a group by pre-
unp];mmt:c m genelic diagnosis (PG I} and tissue Lyping as a fi itting

fertilisation procedures to sterile couples and donor for her 6 year old brother Noah (pictured left), who has chron-
bans pre-implantation diagnosis and embryo ic granulomatous disease.

freezing except in exceptional
circumstances. It also bans doctors
from discarding any embryos
produced by in vitro fertilisation
The court turned down an appeal
from a couple who were havingin
vitro fertilisation and who were at
high risk of having achild with
thalassasemia. The couple did not
want to have anembryo replaced
without having it tested for the
disease.

Cancer Genetic Testing and Assisted Reproduction
Kenneth Offit, Kelly Kohut, Bartholt Clagett, Eve A. Wadsworth, Kelly J. Lafaro, Shelly Cummings,
Melody White, Michal Sagi, Donna Bernstein, and Jessica G. Davis
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Purpose
Because of increasing uptake of cancer genetic testing and the improving survival of young

patients with cancer, health care practitioners including oncologists will increasingly be asked
about options for assisted reproduction by members of families affected by hereditary cancer
syndromes. Among these reproductive options, preimplantation genetic diagnosis (PGD) offers
the opportunity to select embryos without familial cancer-predisposing mutations.

Methods
A review of the published literature supplernented by a survey of PGD centers in the United States.

Results

Prenatal diagnosis andfor embryo selection after genetic testing has already been performed in the
context of more than a dozen familial cancer syndromes, including the common syndromes of
genetic predisposition to colon and breast cancer.

Conclusion

While constituting new reproductive options for families affected by cancer, the medical
indications and ethical acceptance of assisted reproductive technologies for adult-onset cancer
predisposition syndromes remain to be defined. Continued discussion of the role of PGD in the
reproductive setting is needed to inform the responsible use of these technologies to decrease
the burden of heritable cancers.

J Clin Oncol 24. @ 2006 by American Society of Clinical Oncology
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“We have to rescind our offer of employment. Your genetic profile

came back, and it shows a marker for deviousness.”
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Addressing the idiosyncratic needs of orthodox jewish couples
requesting sex selection by preimplantation genetic
diagnosis (PGD)

Richard V. Grazi - Joel It. Wolowelsky

PREDICTIVE TESTING FOR
PREDISPOSITION TO DISEASE

Women facing prophylactic mastectomy need mor e advice
and support BMJ 2003;326:731(5 April)

Roger Dobson

More counselling, increased support, and better information
are needed by women making decisions about prophylactic
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Hewitt J, Preconceptional sex selection. British Journal of

Hospital Medicine, Feb. 1987, pp. 149-155.

Ruegsegger Veit C. and Jewelewicz R., Gender preselection:

facts and myths. Fertility and Sterility 49:6 June 1988, pp.

937-940.
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mastectomy. Women who go ahead with surgery are not prepared for the level of postoperative incapacity, and after
surgery most women experience pain or discomfort for between 10 days and six months, say the authors of a new

study (2003;12:1-9).

GENETIC DISCRIMINATION AND DISCLOSURE OF INFORMATION

Banning Genetic Discrimination
Henry T. Greely, ).D

SEPTEMBER 1, 2005
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“the Administradon favors enact-
ment of legislation to prohibit the
improper use of genetic informa-
tion in health insurance and em-
ployment [and] supports Senate
passage of S. 306.” But similar

Americans have been haunted
by the fear of genetic discrimina-
tion since the beginnings of ge-
netic testing more than 30 years
ago. The launch of the Human
Genome Project in 1990, however,

genetic discrimination in both
life insurance and employment
surfaced in the 1990s,* along with
an increasing number of policy
recommendations expressing con-
cern about the potential for ge-
netic discrimination and arguing
for legislation against it.>* How-
ever, the early reports often in-
volved allegations of discrimina-
tion on the basis of disease, rather
than a genetic predisposition to
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R. Israel Maier Kagan (Chafetz Chaim) established the following guidelines for disclosure of a
medical condition by a third party:
1) One should be certain of the diagnosis
2) One should not exaggerate the nature of the disease
3) ones intentions of disclosure are purely for the benefit of the potential spouse and their family
and not in order to cause harm to the affected person.

GENE THERAPY
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