Personal Genetics Education Project – www.pged.org


pgEd Annotated bibliography:

Books, non-fiction: 
“ Here Is A Human Being” by Misha Angrist. 2010. A first person account of being a research subject in Harvard Medical School’s Personal Genome Project. Angrist explains the science, introduces us to a fascinating cast of characters, and through personal experiences and interactions, examines the promises and risks of personal genomics in an accessible, and often funny, way. 
“ The $1000 Genome: The Revolution in Genome Sequencing and the New Era of Personalized Medicine” by Kevin Davis. 2010.  An overview of the scientific, technical, ethical and legal issues in personal genetics.  This may be especially useful to people new to the subject and looking for a broad picture of the issues.  
“ Blood Matters” by Masha Gessen. 2006. An exploration of the scientific and ethical questions in genetic testing. Gessen interweaves her investigations of various genetic diseases with her own personal journey in deciding to test herself for BRCA 1& 2 mutations.  Chapters can also stand alone, especially those on cancer and Huntington’s Disease. 

“ The Baby Business: How Money, Science, and Politics Drive the Commerce of Conception” by Debora Spar.  2006.  Examines new technologies and the new debates and questions brought about by advances in reproductive medicine and genetics.   A good choice for a course on ethical and scientific issues in reproductive technology, or select chapters for a shorter unit or lecture.  

“ The Decision Tree: Taking Control of your Health in the New Era of Personalized Medicine” by Thomas Goetz. 2010.  Examines the ways in which data-driven, evidence-based medicine can allow individuals to become active, informed health care users.  Decision Tree provides a framework to think about predictive medicine, and looks at many of the newest innovations in genetics, diagnostics and information sharing.  

“ Language of Life: DNA and the Revolution in Personalized Medicine” by Francis Collins. 2010.   A broad overview of how genetics is poised in influence medicine and how we approach our health.  Looks at success stories, controversies, and introduces some basic genetics concepts along the way.   

“ What ELSI is New? ”, by Genomics Law Report. 2009. A free, downloadable “e-book” that compiles contributions about the newest issues and questions on the ethical, legal, and social issues ( hence the acronym “ ELSI”)  from leading scientists and thinkers.  Complete with great links to other websites and published papers, this is a publication around which to build a course on personal genomes.  The list of contributors is itself a useful resource and a place for students to get a sense of  “who’s who”. 

“The Immortal Life of Henrietta Lacks”, by Rebecca Skloot. 2010. Tells the fascinating tale of Henrietta Lacks – a poor, black tobacco farmer who died of cervical cancer in the early 50s. before her death, her cells where taken without her consent or knowledge, and used to create the first immortal cell line know as HeLa.  In additional to the scientific story of cell culture and the crucial role HeLa cells continue to play in biomedical research, the book explores social and ethical issues about race, class, medical ethics and informed consent.  

Books, fiction: 

The Women’s Bioethics Project has a book club program, complete with discussion guides.  

http://www.womensbioethics.org/index.php?p=Book_Club_Program&s=140 . They also recommend several of the books below: 
“Never Let Me Go” by Kazuo Ishiguro. 2006.  A beautifully written novel that poses ethical questions focused mainly on cloning, organ donation, identity, and what it means to be human.  

“My Sister’s Keeper” by Jodi Picoult. 2004. A dramatic story focused on a family where one of the children is gravely ill.  Fertility treatment, embryo testing and selection, organ donation and  medical ethics are the central themes.  My Sister’s Keeper was the basis for a movie of the same name, released in 2009. 

“Next” by Michael Crichton. 2006.  A thriller-style novel with typical Crichton humor and outrageous story lines.  Focus on human-animal chimeras, intellectual property and patent law, and the culture of biotechnology. 
Educational websites: 

Genetic Science Learning Center at the University of Utah

http://learn.genetics.utah.edu/
Tackles a diversity of scientific topics in a clear, concise fashion, with many interactive resources. Appropriate for high school, college, or general interest. 
Northwest Association for Biomedical research

http://www.nwabr.org/
They offer many resources and training, as well as an “ Ethics Primer” with lessons and teaching materials, and a condensed “ Bioethics 101” unit. Special interest in stem cells and HIV.  

High School Bioethics Project at University of Pennsylvania Center for Bioethics 

http://highschoolbioethics.org/
This is an excellent source for materials aimed at high school students, with a special interest in neuroethics.  Does a nice job also keeping up with current news stories and controversies. 

Genetic Alliance

www.geneticalliance.org
An enormous resource for materials ranging from “ Genetics 101” in a downloadable, free PDF format to up-to-the minute information on state and federal policies governing genetics, intellectual property, and patient advocacy and activism. Free weekly newsletters and policy updates are also available.  
Online news resources: 

“The DNA Age” , Amy Harmon in the New York Times. A Pulitzer-prize winning series about the very personal and often confounding ways DNA is changing lives.  Several of the articles could be the centerpieces of a lesson, especially “ Life with a Lethal Gene”. 

http://topics.nytimes.com/topics/news/national/series/dnaage/index.html 
Genomics Law Report – a highly informative and well researched blog looking at the intersection of genetics and law, published by Robinson, Bradshaw & Hinson. 

http://www.genomicslawreport.com/
Genetic Future – Scientist and writer Daniel MacArthur covers genomics from a scientific angle. He follows the latest research but also dives into the ethical, legal, and social topics. 

http://www.wired.com/wiredscience/geneticfuture/
Genome Technology –  A news organization that updates daily.  Coverage on a wide range of topics, but is often somewhat technical. Journal articles highlighted may be best for college or graduate level students.  www.genomeweb.com
Bioethics.net -  A website and blogs associated with The American Journal of Bioethics.  Although broad in focus, they frequently highlight stories and issues related to genetics. www.bioethics.net
The Genetic Genealogist – Lawyer, scientist, and genealogy expert Blaine Bettinger focuses on the application of genetics in genealogy and ancestry. This is a great site to use when the emphasis of your lesson isn’t necessarily disease and medicine. Many excellent links and also useful for the ethical, legal and social issues – genetic genealogists have been thinking about these matters longer than most. www.thegeneticgenealogist.com
DNA Dilemma – This week-long exploration of the scientific, technical, legal and personal issues is a wonderful overview of the issues in personal genetics. Journalist Mary Carmichael tackles her questions with a thoughtful and skeptical eye.  The series would make a great reading assignment, although each article can stand alone as well. http://www.newsweek.com/2010/08/02/dna-dilemma-one-writer-s-week-long-quest-to-determine-if-she-should-take-an-at-home-genetic-test.html
One in a Billion – Written by Mark Johnson and Kathleen Gallagher in the Milwaukee Wisconsin Journal Sentinel, this 3 part series looks at Nick Vollker, a young child who was sick his most of his young life.  They look and his story of how genetic technologies were used to gain understanding of a mysterious, devastating disease, and inform treatment as well.  
http://www.jsonline.com/features/health/111224104.html
Documentary Films: 

“ In the Family”.  Kartemquin Films. Examines a young woman’s decisions around genetic testing for an elevated risk of breast cancer. http://inthefamily.kartemquin.com/

“ Sound and Fury”.  Josh Aronson director. Looks at the world of deaf culture, cochlear implants, and one family’s struggle to decide if implants are right for their children. PBS website contains lesson plan materials. http://www.pbs.org/wnet/soundandfury/

“ So Much, So Fast” . West City Films. Follows the Heywood family as they come to terms with an ALS diagnosis, and looks at their extraordinary actions in their search for a cure. http://www.westcityfilms.com/smsf.html
“ GENOME: The Future is Now”. Necessary Films. This still in production documentary follows the research volunteers of the Personal Genome Project (PGP). PGP subjects are asked to publicly share their genome sequence, as well as medical history and health records. Broadly looks at the “ personal” side of personal genetics. http://www.necessaryfilms.com/genome.html
The High School Bioethics Curriculum Project at Georgetown University has created a film bibliography, the details can be found here: 

http://highschoolbioethics.georgetown.edu/bibliographies/index.html
The University of Pennsylvania’s High School Bioethics Project, although sometimes wider in scope than pgEd, also maintains an updates bibliography with film resources: 
http://www.highschoolbioethics.org/resources/
