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Dear Rabbi Ekstein,

[ wish to commend you on the success of your effort to eliminate the genetic disease Tay
Sachs from the population participating in your premarital genetic screening program. The
success of your program is a testament to the extremely high quality of the tests performed and
your ability to encourage participation by the Jewish community. This participation reflects the
creative confidential screening program developed by Dor Yeshorim. Your approach protects the
identity of the individual and allows for the use of the genetic information to alert potential
couples to the risks of having an affected child. This is accomplished without disclosing
information regarding the carrier status of the individuals involved. Geneticists view the
approach to be ground-breaking. As a carrier of a genetic disease manifests no symptoms, so
does your screening program protect such individuals from the emotional impact this information
can have. The approach undertaken by Dor Yeshorim, which is extremely effective, is brilliant.

I wish you continued success in this effort. As you know, the challenges continue.
While Dor Yeshorim has provided routine screening for Tay Sachs, Fanconi Anemia, Cystic
Fibrosis and Canavan disease, there are additional Jewish genetic diseases that require similar
efforts. While I understand that expanding the program is very costly, with the demonstrated
success of Dor Yeshorim, it is imperative to extend this screening to such diseases as Nieman
Pick, Familial Dysautonomia, Bloom’s Syndrome, Glycogen Storage Disease, etc.

Through this expanded screening, Dor Yeshorim has the capability of eliminating all
genetic diseases from participants in the program and through this success, ensure that this and
future generations will be spared the pain and heartache suffered by the affected, their parents and
siblings.

As one who has seen first-hand the impact of the Dor Yeshorim program, I thank you for
your heroic efforts on behalf of our community. Most of the beneficiaries of your program are
unlikely to fully appreciate the incredible accomplishments of Dor Yeshorim. As a molecular
geneticist, I must say that I am in awe. May the Dor Yeshorim program continue to grow and
may you ensure that future Jewish generations are free of genetic disease.

Sincerely you#s;

Berish Y. Rubin, Ph.D.
Chairman
Dept. Biological Sciences
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FORDHAM USES INFORMATION FROM HUMAN GENOME PROJECT TO
DISCOVER GENE RESPONSIBLE FOR FAMILLIAL DYSAUTONOMIA

NEW YORK - Fordham researchers are among the first to use the DNA sequence
decoded by the Human Genome Project to successfully find mutations in a gene sequence
that cause a genetic disease.

The Fordham team of two senior scientists, four graduate students and one
undergraduate student, with the support and assistance of Dor Yeshorim, the Committee
for the Prevention of Jewish Genetic Diseases, a not-for—profit community based
organization located in Brooklyn, New York, used the information to determine that
Familial Dysautonomia (FD) is caused by mutations in the IKAP gene.

FD, also known as the Riley-Day syndrome, is a neurosensory disorder that causes
decreased sensitivity to pain and temperature, cardiovascular instability, recurrent
pneumonias, vomiting crises and gastrointestinal dysfunction. It primarily affects people
of Ashkenazic Jewish descent and is as prevalent as the more familiar Tay Sachs
disorder.

“Through a combination of hard work, creativity and some luck, we were able to
discover the mutations using the information provided through the Human Genome
Project,” said Dr. Berish Y. Rubin, chairman of Fordham’s biology department, who,
along with his research associate Dr. Sylvia L. Anderson, are the principal authors on a
paper reporting their findings.

This discovery will allow people to be tested to determine whether they
are carriers and will allow for genetic counseling in the manner conducted by Dor

Yeshorim for a number of other genetic diseases. Also, once you know what the genetic



basis for any disorder is, you can pursue a cure. That will be the next step in our research
effort.

Rabbi Josef Ekstein said on behalf of the community, “I am grateful to G-d that we
can now prevent another common, debilitating fatal disease.”

For any additional information, please call (718) 384-2332.
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