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INTRODUCTION 

The 1994 Supplement updates and expands the second edition of the ELSl 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 a t  Los 
Alamos National Laboratory with the support of the Office of Energy Research, U.S. Department of 
Energy. 

The second edition of the ELSl Bibliography was dated May 1993 but included publications 
added to the database until fall 1993. This Supplement reflects approximately 1000 entries added 
tothe 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 tbe interim, we will continue to conduct custom searches on request. Requests 
for searches should be emailed to msy@Ianl.gov, faxed to 505-665-4424, or addressed to MS A1 87, 
Los Alamos National Laboratory, Los Alamos, NM 87545. Additional printed copies of the ELSl 
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 ELSl Programs, William R. Hughes, Laboratory Counsel, and James E. 
Mitchell, Senior Counsel, of LANL, provided support and encouragement. 

Michael S. Yesley 
September 1 994 

mailto:msy@Ianl.gov
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Alper, Natowicz, "Genetic Discrimination and the Public Entities and Public Accommodations Titles of the 
Americans with Disabilities Act" American Journal of Human Genetics. 1993; 53: 26-32. 

American Association for the Advancement of Science, The Genome, Ethics and the Law: Issues in Genetic 
Testing. Washington: The Association; 1991; 124 p. 

*Anderson, "Genes, Behavior, and Responsibility Research Perspectives" In: Frankel, Teich, eds., The G e e  
Frontier: Ethics, Law and Policy, 1994: 105-130. 

*Andrews, "Public Choices in Reproductive Ethics" In: Murphy, Lappe, eds., Justice and the Human Genome 
Project. 1994. 

Andrews, "Torts and the Double Helix: Malpractice Liability for Failure to  Warn of Genetic Risks" Houston 
Law Review. 1992 Spring; 29(1): 149-184. 

*Annas, "Privacy Rules for DNA Databanks; Protecting Coded 'Future Diaries'" Journal of the American 
Medical Association. 1993 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. 

Axh, Patton et at., "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-tine 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 at., "Case Study: But Is He Genetically Diseased?" Hastings Center Report (Special 
Supplement). 1992 Jul-Aug: 518-520. 

Black, "Psychosocial Issues in Relproductive Genetic Testing and Pregnancy Loss" In: Evans, ed., Reproductive 
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 164-1 73. 

Blumenthal, "Academic-lnducstry Relationships in the Life Sciences" Journal of the American Medical 
Amxiation. 1992 Dec 16; 26l3: 3344-3349. 

*Ellurnenthat, "Growing Pains for New Academidlndustry Relationships" Health Affairs. 1994 Sum; 13(3): 
176- 193. 

Bonnicksen, "Genetic Diagnosis of Human Embryos" Hastings Center Report (Special Supplement). 1992 
JUl-AUg: S5-SI 1. 

Bosk, "The Workplace Ideology of Genetic Counseling" In: Bartels, LeRoy et al., eds., Prescribing Our Future: 
Ethical Challenges in Genetilt 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 Governmenls; 1992: 123 p. 

Cantor, "The Challenges to  Technology and Informatics" In: Kevles, Hood, eds., The Code of Codes. 1992: 

*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 Mepping: Using Law 
and Ethics as Guides. 1992. 128-141. 

Captan, "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: 

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. 

98-1 11. 

112-135. 
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*Charo, "And Baby Makes Three -- Or Four, or Five, or Six: Defining the Family after the Genetic Revolution" 
In: Frankel, Teich, eds., The Genetic Frontier: Ethics, Law and Policy. 1994: 25-44. 

Charo, "Effect of the Human Genome Initiative on Women's Rights and Reproductive Decisions" In: Evans, 
ed., Reproductive Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 
148- 1 59. 

Clayton, "Reproductive Genetic Testing: Regulatory and Liability Issues" In: Evans, ed., Reproductive Genetic 
Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 39-59. 

Clayton, "Screening and Treatment of Newborns" Houston Law Review. 1992 Spring; 29(1): 85-148. 

Coffman, Kinney et al., "Reproductive Genetic Services in Rural Oklahoma" In: Evans, ed., Reproductive 
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; S(Supp1.): 128-141, 

*Cole-Turner, "Genetic Predestination " dialog: a Journal of Theology. 1994; 33: 17-22. 

*Cole-Turner, "Genetic Counseling and Pastoral Counseling" dialog: a Journal of Theology. 1994; 33: 49-53. 

Cole-Turner, "Religion and the Human Genome" Journal of Religion and Health. 1992 Summer; 31(2). 

*Cole-Turner, "The Genetics of Moral Agency" In: Frankel, Teich, eds., The Genetic Frontier: Ethics, Law and 
Policy. 1994: 161-174. 

*Cole-Turner, The New Genesis: Theology and the Genetic Revolution. Westminster: Knox Press; 1993. 

Conneally, "DNA Forensics" In: Rothstein, ed., Legal and Ethical Issues Raised by the Human Genome 
Project. 1991 : 334-336. 

Conneally, "The Genome Project and Confidentiality in the Clinical Setting" In: Rothstein, ed., Legal and 
Ethical Issues Raised by the Human Genome Project. 1991: 184-196. 

*Cook-Deegan, "Genes and Families" In: Frankel, Teich, eds., The Genetic Frontier: Ethics, Law and Policy. 

Cooper, "Copyright and Patent Issues" In: Rothstein, ed., Legal and Ethical Issues Raised by the Human 
Genome Project. 1991 : 264-275. 

Cowan, 'Aspects of the History of Prenatal Diagnosis" In: Evans, ed., Reproductive Genetic Testing: Impact 
upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 10-1 7. 

Cowan, 'Genetic Technology and Reproductive Choice: An Ethics for Autonomy" In: Kevles, Hood, eds., The 
Code of Codes. 1992: 244-263. 

1994: 3-7. 

Crandall, Moseley et al., "Public-Policy Implications of Scientific Research -- The Human Genome Initiative and 
the Future of Insurance" New Biologist. 1991; 3(12): 1135-1136. 

Cutter, Murray et al., Mapping and Sequencing the Human Genome: Science, Ethics, and Public Policy. 
Colorado Springs: BSCS; 1992: 94 p. 

Daniels, "The Genome Project: Individual Differences and Just Health Care" In: Murphy, Lappe, eds., Justice 
and the Human Genome Project. 1994. 

Davis, "Reproductive Technologies for Prenatal Diagnosis" In: Evans, ed., Reproductive Genetic Testing: 
Impact upon Women. Fetal Diagnosis and Therapy. 1993; S(Supp1.): 28-38. 

Dewar, Moseley et al., "Genetic Screening by Insurance Carriers" Journal of the American Medical 
Association. 1992 Mar 4; 267(9): 1207-1208. 
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Draper, 'Genetic Secrets: Social Issues of Medical Screening in a Genetic Age" Hastings Center Report (Special 
Supplement). 1992 Jul-Aug: 515-518. 

Dreyfuss, Nelkin, 'The Jurisprudence of Genetics' Vanderbilt Law Review. 1992 Mar; 45(2): 31 3-348. 

*Duster, 'Human Genetics, Evolutionary Theory, and Social Stratification " In: Frankel, Teich, eds., The 
Gmetic Frontier: Ethics, Law and Policy. 1994: 131-153. 

Edgar, "DNA Forensics" In: Rotlqstein, ed., Legal and Ethical Issues Raised by the Human Genome Project. 
1981 328-333. 

Edgar, 'The Genome Project and the Legal Right to  Medical Confidentiality" In: Rothstein, ed., Legal and 
Ethical Issues Raised by the Human Genome Project. 1991: 197-221. 

Eisenberg, 'Patent Rights in the Human Genome Project" In: Annas, Elias, eds., Gene Mapping: Using Law 
and Ethics as Guides. 1992: ;!26-245. 

*Eunpu, Weiss, "The Human Genome Project: A Public Forum. Report on a Model Conference for Genetics 
Professionals and Consumers" Journal of Genetic Counseling. 1993; 2: 93-1 13. 

Evans, ed., Reproductive Genetic Testing: Impact upon Women. (NIH Workshop, Bethesda, MD, November 
21-23, 1991). Fetal Diagnosis and Therapy. 1993 Apr; 8(Suppl.): 246 p. 

Evans, Pryde et al., "The Choices Women Make about Prenatal Diagnosis" In: Evans, ed., Reproductive 
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 70-80. 

Faden, 'Reproductive Genetic Testing and the Ethics of Parenting" In: Evans, ed., Reproductive Genetic 
Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 142-147. 

Fanos, Johnson, "Still Living with Cystic Fibrosis: The Well Sibling Revisited" Pediatric Pulmonology (Supple- 
ment 8). 1992 Sep: 228-229. 

Farber, "Discrimination Issues aiqd Genetic Screening" In: Bartels, LeRoy et al., eds., Prescribing Our Future: 
Ethical Challenges in Genetic Counseling. 1993: 65-77. 

Fine, "The Evolution of Nondirectiveness in Genetic Counseling and Implications of the Human Genome 
Project" In: Bartels, LeRoy et al., eds., Prescribing Our Future: Ethical Challenges in Genetic Counseling. 
1993: 101-117. 

*Fleck, "Just Genetics: A Problem Agenda" In: Murphy, Lappe, eds., Justice and the Human Genome Project. 
1994. 

Fleisher, "The Effect of the Genome Project on Malpractice Litigation" In: Rothstein, ed., Legal and Ethical 
Issues Raised by the Human (Genome Project. 1991: 144-164. 

Fox, Dunkel-Schetter et al., "Responses to  a Pilot Study on the Impact of Cystic Fibrosis Screening" Journal 
of Genetic Counseling (forthcoming, 1993). 

'Frankel, Teich, Ethical and Legal Issues in Pedigree Research. Washington: American Association for the 
Advancement of  Science; 1993: 216 p. 

*Frankel, Teich, eds., The Genetic Frontier: Ethics, Law and Policy. Washington: American Association for 
the Advancement of Science; 1994: 240 p. 

Gates, "The Impact of Prenatal Genetic Testing on Quality of Life in Women" In: Evans, ed., Reproductive 
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 236-243. 
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*Geller, Tambor et at., "Incorporation of Genetics in Primary Care Practice: Will Physicians Do the Counseling 
and Will They Be Directive?" Archives of Family Medicine. 1993; 2: 1119-1 125. 

*Getter, Tambor et ai., "Measuring Physicians' Tolerance for Ambiguity and its Relationship to  Their Reported 
Practices Regarding Genetic Testing" Medical Care. 1993; 31(11): 989-1001, 

Genetics, Religion and Ethics Project, The Institute of Religion and Baylor College of Medicine, the Texas 
Medical Center, Houston, Texas, June 1,1992, "Summary Reflection Statement' Human Gene Therapy. 1992 
Oct; 3(5): 525-527. 

Gervais, "Objectivity, Value Neutrality, and Nondirectiveness in Genetic Counseling" In: Bartels, LeRoy et al., 
eds., Prescribing Our Future: Ethical Challenges in Genetic Counseling. 1993: 119-130. 

Gilbert, "A Vision of the Grail a In: Kevles, Hood, eds., The Code of Codes. 1992: 83-97. 

Ginther, Issel-Tarver et at., "Identifying Individuals by Sequencing mtDNA from Teeth a Nature Genetics. 2: 
135-1 38. 

Gostin, "Genetic Discrimination: The Use of Genetically Based Diagnostic and Prognostic Tests by Employers 
and Insurers" American Journal of Law & Medicine. 1991; 17(1&2): 109-144. 

Greely, "Health Insurance, Employment Discrimination, and the Genetics Revolution" In: Kevles, Hood, eds., 
The Code of Codes. 1992: 264-280. 

Gregory, Collins, "Assessment of High School Student Attitudes toward the Human Genome Project" 
American Journal of Human Genetics. 1992; 51(4): A140. 
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Hanson, "Implications of the New Genetic Technology in Health and Other State Policy Areas" In: Brown, 
Marshall, eds., Advances in Genetic Information: A Guide for State Policy Makers. 1992: 17-41. 

*Hefner, "Determinism, Freedom, and Moral Failure" dialog: a Journal of Theology. 1994; 33: 23-29. 

*Hilgartner, "The Human Genome Project: Or, the STS of STSs" In: Markle et al., eds., Handbook of Science 
and Technology Studies. Thousand Oaks: Sage; 1994. 

*Hilgartner, Brandt-Rauf, "Controlling Data and Resources: Access Practices in Molecular Genetics" In: 
Mendelsohn et at., eds., Yearbook in Sociology of the Sciences (forthcoming). 

Hoffman, ed., The Second Conference on Computers, Freedom and Privacy. New York: Association for 
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Hofman, Tambor et al., "Primary Care Physicians' Knowledge of Genetics: Relevance to  Medical Education" 
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Holtzman, "Discovery, Transfer & Diffusion of Technologies For the Detection of Genetic Disorders: Policy 
Implications. " International Journal of Technical Assessments in Health Care (in press). 

Holtzman, "Primary Care Physicians as Providers of Frontline Genetic Services" In: Evans, ed., Reproductive 
Genetic Testing: Impact upon Women. Fetal Diagnosis and Therapy. 1993; 8(Suppl.): 213-219. 

Holtzman, "The Diffusion of New Genetic Tests for Predicting Future Disease" FASEB Journal. 1992; 6: 
2806-281 2. 
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