Stolberg, Sheryl G. “The Biotech Death of Jesse Gelsinger” New York Times 11/29/99

1. What is OTC? How is it controlled?

2. What was the purpose of the study Jesse volunteered for?

3. What vector was used in this study?

4. What is the initial goal of gene therapy?

5. Where are biotech companies concentrating their research?

6. What is the urea cycle?

7. OTC disorders are usually on what chromosome?  So how are they inherited?

8. Before gene therapy, what was the standard treatment for OTC disorders?

9. Why did Caplan refuse to let Wilson run the tests on babies with OTC?

10. What was the goal  of the Batshaw-Wilson protocol?

11. What is a mosaic?

12. What does a high bilirubin level indicate?

13. What does Raper think are some possible explanations for Jesse’s death?

14. What is “purity of intent”?

Winerip, Michael “Fighting for Jacob” New York Times 12/6/98
1. What are the symptoms of Canavan disease?

2. List the three organizations that must approve a gene therapy study before patients can be treated.

3. On what organisms was the new gene therapy tested?

4. How were the scientists planning to insert the healthy genes into Jacob?

5. What event had made Dr. Seashore so cautious about proceeding with this gene therapy test?

6. Is Canavan’s a recessive or dominant disorder?  Among which population is it most common?

7. Explain the effects of the defective gene in Canavan’s.

8. What did the Sontag’s do that made Jacob seem so much more advanced than other children with Canavan disease?

9. Why did the Sontag’s feel it was so important for Jacob to have the surgery as soon as possible?

10. What proportion of the inserted genes did During think would enter the brain cells?

11. Why did the Sontag’s file a “wrongful birth” lawsuit?

