DOE/ER-0591 (Supplement)

ELS| FEB 0 6 +-43
BIBLIOGRAPHY . OST]

Ethical, Legal & Social Implications
of the Human Genome Project

1994 Supplement (Sept. 1, 1994)

Compiled by Michael S. Yesley, J.D.
& Pilar N. Ossorio, Ph.D.

U.S. Départment of Energy
Office of Energy Research
Washington, D.C. 20585

MASTER

pSTBOTION OF THIS OOCUMENT IS UNLIMITER

L{JW Y
\




DISCLAIMER

This report was prepared as an account of work sponsored
by an agency of the United States Government. Neither
the United States Government nor any agency thereof, nor
any of their employees, make any warranty, express or
implied, or assumes any legal liability or responsibility for
the accuracy, completeness, or usefulness of any
information, apparatus, product, or process disclosed, or
represents that its use would not infringe privately owned
rights. Reference herein to any specific commercial
product, process, or service by trade name, trademark,
manufacturer, or otherwise does not necessarily constitute
or imply its endorsement, recommendation, or favoring by
the United States Government or any agency thereof. The
views and opinions of authors expressed herein do not
necessarily state or reflect those of the United States
Government or any agency thereof.




DISCLAIMER

Portions of this document may be illegible
in electronic image products. Images are
produced from the best available original

document.




INTRODUCTION

The 1994 Supplement updates and expands the second edition of the ELSI Bibliography, pub-
lished in 1993. The Bibliography and Supplement provide a comprehensive resource for identifying
publications on the major topics related to the ethical, legal and social issues (ELSI) of the Human
Genome Project. The Bibliography and Supplement are extracted from a database compiled at Los
Alamos National Laboratory with the support of the Office of Energy Research, U.S. Department of
Energy.

The second edition of the ELSI Bibliography was dated May 1993 but included publications
added to the database until fall 1993. This Supplement reflects approximately 1000 entries added
to the database during the past year, bringing the total to approximately 7000 entries. More than
half of the new entries were published in the last year, and the remainder are earlier publications not
previously included in the database. Most of the new entries were published in the academic and
professional literature. The remainder are press reports from newspapers of record and scientific
journals.

The topical listing of the second edition has been followed in the Supplement, with a few
changes. The topics of Cystic Fibrosis, Huntington's Disease, and Sickle Cell Anemia have been
combined in a single topic, Disorders. Also, all the entries published in the past year are included in
a new topic, Publications: September 1993 - September 1994, which provides a comprehensive view
of recent reporting and commentary on the science and "ELSI" of genetics.

As previously promised but not yet accomplished, the database will be made available for
online searching. In the interim, we will continue to conduct custom searches on request. Requests
for searches should be emailed to msy@lanl.gov, faxed to 505-665-4424, or addressed to MS A187,
Los Alamos National Laboratory, Los Alamos, NM 87545. Additional printed copies of the ELSI
Bibliography (2nd edition) and this Supplement are available on request from the same address.

During an interval between the biology lab and law school, Pilar Ossorio made this Supple-
ment possible. Her insightful effort as “co-compiler” is greatly appreciated. Daniel Drell and Eric
Juengst, of the DOE and NIH ELSI Programs, William R. Hughes, Laboratory Counsel, and James E.
Mitchell, Senior Counsel, of LANL, provided support and encouragement.

Michael S. Yesley
September 1994
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Project. 1994
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Law Review. 1992 Spring; 29(1): 149-184.

*Annas, “Privacy Rules for DNA Databanks; Protecting Coded ‘Future Diaries'” Journal of the American
Medical Association. 1893 Nov 17; 270(19); 2346-2350.

*Annas, “Rules for ‘Gene Banks': Protecting Privacy in the Genetics Age* In: Murphy, Lappe, eds., Justice and
the Human Genome Project. 1994

Annas, Elias et al., “Carrier Screening for Cystic Fibrosis: A Case Study in Setting Standards of Medical Practice"
In: Annas, Elias, eds., Gene Mapping: Using Law and Ethics as Guides. 1992: 186-202.

Annas, Elias, "Social Policy Research Priorities for the Human Genome Project* In: Annas, Elias, eds., Gene
Mapping: Using Law and Ethics as Guides. 1992: 269-275.

Annas, Elias, "Somatic and Germline Gene Therapy" In: Annas, Elias, eds., Gene Mapping: Using Law and
Ethics as Guides. 1992: 142-154.

Annas, Elias, “The Major Social Policy Issues Raised by the Human Genome Project" In: Annas, Elias, eds.,
Gene Mapping: Using Law and Ethics as Guides. 1992: 3-17.

Annas, Elias, eds., Gene Mapping: Using Law and Ethics as Guides. New York: Oxford University Press; 1992:
291 p.

Asch, Patton et al., "Reporting the Results of Cystic Fibrosis Carrier Screening” American Journal of Obstetrics
and Gynecology. 1993; 168: 1-6.

Bartels, LeRoy et al., eds., Prescribing Our Future: Ethical Challenges in Genetic Counseling. Hawthorne,
NY: Aldine de Gruyter; 1993: 186 p.

*Berger, Gert, “Genetic Disorders and the Ethical Status of Germ-Line Gene Therapy" Journal of Medicine
and Philosophy. 1991 Dec; 16(6): 667-683.

Berger, Cahill, Jr., et al., Morality and the New Genetics (forthcoming).

Bier, “The Genome Project and Insurance” in: Rothstein, ed., Legal and Ethical Issues Raised by the Human
Genome Project. 1991: 385-397.

*Biesecker, Vockley et al., "Implications of Human Genome Research: Impact on Graduate Education in
Genetic Counseling” Journal of Genetic Counseling. 1993 Sep; 2(3): 213-229.
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Billings, *Genetics and Insurance Discrimination® In: Brown, Marshall, eds., Advances in Genetic Information:
A Guide for State Policy Makers. 1992: 43-64.

Billings, *The Scientific Basis of the "Genetic Revolution’: A Selective Review" In: American Association for the
Advancement of Science, The Genome, Ethics and the Law. 1991: 23-47.

Billings, Rothstein et al., "Case Study: But Is He Genetically Diseased?* Hastings Center Report (Special
Supplement). 1992 Jul-Aug: $18-S20.

Black, “Psychosocial Issues in Reproductive Genetic Testing and Pregnancy Loss" In: Evans, ed., Reproductive
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 164-173.

Blumenthal, "Academic-Industry Relationships in the Life Sciences” Journal of the American Medical
Association. 1992 Dec 16; 263; 3344-3349.

*Blumenthal, " Growing Pains for New Academic/iindustry Relationships* Health Affairs. 1994 Sum; 13(3):
176-193.

Bonnicksen, "Genetic Diagnosis of Human Embryos" Hastings Center Report (Special Supplement). 1992
Jul-Aug: S5-S11.

Bosk, *The Workplace Ideology of Genetic Counseling” In: Bartels, LeRoy et al., eds., Prescribing Our Future:
Ethical Challenges in Genetic Counseling. 1993: 25-37.

Braga, "Reproductive Genetic Testing and Eugenics® In: Evans, ed., Reproductive Genetic Testing: Impact
upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 210-212.

Brock, "The Human Genome Project and Human identity” Houston Law Review. 1992 Spring; 29(1): 7-22.

Brown, “Impact of Advances in Genetics on Health Care and Public Policy" In: Brown, Marshall, eds.,
Advances in Genetic Information: A Guide for State Policy Makers. 1992: 17-41.

Brown, "State Governments and the Human Genome Project” Genetic Resource. 1992; 6(2): 19-21.

Brown, “The Impact of Advances in Genetics on insurance Policy" In: Brown, Marshall, eds., Advances 'in
Genetic Information: A Guide for State Policy Makers. 1992: 43-64.

Brown, Marshall, eds., Advances in Genetic Information: A Guide for State PolicyMakers. Lexington, KY:
Council of State Governments; 1992: 123 p.

Cantor, “The Challenges to Technology and Informatics” In: Kevles, Hood, eds., The Code of Codes. 1992;
98-111.

*Caplan, “Handle with Care: Race, Class and Genetics” In: Murphy, Lappe, eds., Justice and the Human
Genome Project. 1994.

Caplan, “If Gene Therapy Is the Cure, What Is the Disease?" In: Annas, Elias, eds., Gene Mapping: Using Law
and Ethics as Guides. 1992: 128-141.

Caplan, "Neutrality Is Not Morality: The Ethics of Genetic Counseling® In: Bartels, LeRoy et al., eds.,
Prescribing Our Future: Ethical Challenges in Genetic Counseling. 1993: 149-165.

*Capron, “Hedging Their Bets" Hastings Center Report. 1993 May-Jun.

Caskey, "DNA-Based Medicine: Prevention and Therapy* In: Kevles, Hood, eds., The Code of Codes. 1992:
112-135.

Cavalli-Sforza, Wilson et al., “Call for a Worldwide Survey of Human Genetic Diversity - A Vanishing
Opportunity for the Human Genome Project® Genomics. 1991; 11: 490-491.
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Crandall, Moseley et al., “Public-Policy Implications of Scientific Research -- The Human Genome Initiative and
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Cutter, Murray et al., Mapping and Sequencing the Human Genome: Science, Ethics, and Public Policy.
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Dewar, Moseley et al.,, "Genetic Screening by Insurance Carners Journal of the American Medical
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