
GENETICS AND ETHICS*

Medical Genetics MEDG 535
Mondays 1:00pm-4:30 pm

Room: WOOD B79

Instructor: Fern Brunger, PhD
UBC Centre for Applied Ethics

Phone: 822-1674
Email: fbrunger@ethics.ubc.ca

COURSE OBJECTIVES:

1. Survey the ethical and social issues related to human genetics research and clinical practice.
2. Conduct projects to develop skills necessary for multidisciplinary research.

RATIONALE:

Understanding the range of ethical issues raised by genetic testing and research requires moving
beyond traditional approaches to bioethics. The social, cultural and economic contexts that
shape health and health care delivery are at least as important to genetics as other areas of
clinical service and research. Similarly, understanding the experiences of patients and families
and the meanings they attach to genetics and to "risk" are central to a full understanding of the 
ethical issues raised by genetics. Research into these areas is necessarily collaborative and
multidisciplinary. It is therefore important that graduate education for students planning to work
in health care fields, and particularly genetics, develop an understanding of the various
perspectives and methods, as well as an ability to communicate across disciplinary boundaries.
This course is intended to bring together a mix of graduate students in genetics, genetics
counselling, philosophy, nursing, anthropology, sociology, social work, psychology and other
sciences with residents and clinical fellows in genetics. Rather than duplicate existing
introductory courses to bioethics or related disciplines, the subject matter of this course will be
the rapidly advancing interface between genetics, ethics, and the social sciences. Participation in
seminar discussions will be facilitated by the use of case and policy examples.

COURSE FORMAT:

Weekly seminars will involve presentations and group discussions. The first two classes will
introduce some key cases and policy issues in human genetic research and clinical practice.
These examples will demonstrate the relevance of multidisciplinary analyses, establish the range
of ethical issues to consider in genetics, and serve as examples for reference throughout the
course.

------
* Initially designed by Dr. Michael Burgess (Centre for Applied Ethics, UBC) in 1997,
redesigned and taught by co-instructors M. Burgess and clinicial geneticist Dr. Laura Arbour, this
latest revision is by Dr. Fern Brunger, the instructor for 2001. The course is offered every year,
and the syllabus is revised and posted every January



The next four classes will introduce specific disciplinary perspectives, moving from micro-level
to macro-level inquiries into ethics and genetics. Micro-level approaches will include
sociological, feminist, and narrative or "meaning-centred" theories and methods, which will be
introduced through presentations of research on experiences within families at risk for hereditary
illness. Macro-level approaches will emphasise meaning in its relation to power, through
presentations of research on the culture and commercialization of genetic research.

The second half of the course will emphasise participants' presentations of proposals and final
reports. The final class will review the relevance of the various disciplines and their integration
in multidisciplinary analysis.

Student projects will involve small group collaboration on a multidisciplinary research project. A
request for proposals in two or three areas will be distributed at the first class. Two or three
students will collaborate to propose projects for approval of the instructors by the fourth week.
Written reports are due in the last week of term. Both written proposals and final written reports
will be preceded by verbal presentations in the class. Class participants will also comment on
two written proposals.

REQUEST FOR PROPOSALS

Course participants will form two or three-person research teams, preferably from different
disciplines. Each group will respond to one of several "request for proposals" distributed during
the first class (more than one group can work on a topic). Participants should get to know
each other before committing to working together on the projects. Some time socializing
following the first class will facilitate collaboration.

EVALUATION

Final grade will be based on a written proposal (10%), final paper (70%) and ability to
participate in multidisciplinary collaboration (20%).

Project proposal must clearly outline a question or issues that the group will pursue, the
relevance to the request for proposals, how their approach will be able to answer the question,
and present enough substance for the other course participants to critique the proposal. Two-
page outlines and 10-15 minute presentations are due on Feb 5 or 12. Written proposals (2-5
pages) are due on February 26 (3 copies). Evaluation of proposals will be based on the oral
presentation and written presentation.

The final paper (15-30 pages) will be presented orally on the assigned day in March and the
final report due at the Centre for Applied Ethics on April 2. Conciseness will be valued and
breadth of perspective must be tempered with a definite focus and relevance of material.
Evaluation of the final paper will be based on the oral presentation, discussion, and written
paper.



Participation will be assessed through participation in seminars, willingness to openly articulate
thoughts, ability to listen and incorporate others' comments, and two 1-2-page reviews of others'
written proposals (assigned on February 26 and due March 5). Members of the same group
may receive different grades based on participation and based on obvious differences in
contribution to the final project.

Policy on late written work: No extensions are given after the deadline is past. Penalties are 5%
off for 1-6 days late; 10% off for 7-14 days late. No papers are acceptable after 14 days. All
written work will be typed, double-spaced, with 1-inch margins on 4 sides. Due to the tightness
of the schedule, oral presentations are not open for rescheduling.

COURSE RESOURCES

Required Readings.
The following two volumes will be used throughout the course.

     1. BM Knoppers (ed), Socio-Ethical Issues in Human Genetics. Cowansville, Quebec:     
Les Editions Yvon Blais Inc, 1998: 7-42.

     2. D. Nelkin, M.S. Lindee (eds.) The DNA Mystique: The Gene as Cultural Icon, New
York: W.H. Freeman and Co., 1995

Other required and recommended readings are listed under topics by date, below.

COURSE SCHEDULE AND READINGS

PART I. INTRODUCTION TO ETHICS AND GENETICS

January 8: Introducing the course, each other, and trajectories of inquiry: clinical ethics/
research ethics; micro-level/ macro-level; meaning/ power; Socializing afterwards to help choose
colleagues for group research.

January 15: (Laura Arbour, Michael Burgess) Policy issues and case studies: Clinical ethics in
genetics.

Required Readings: (available from instructor in advance and distributed in class):
1. Making Responsible Decisions: An interpretive ethic for genetic decision making.

Hastings Centre Report 29,no.1 (1999):14-21.
2. Richards MPM. The new genetics: some issues for social scientists. Sociology of

Health & Illness 1993;15:567-586.

Recommended Readings:
1. Royal Commission on New Reproductive Technologies. Gene therapy and

genetic alteration. In Proceed with Care: Final Report. Ottawa: Minister of
Government Services Canada, 1993. Volume 2: 921-948.



2. Royal Commission on New Reproductive Technologies. Prenatal diagnosis for
late-onset single-gene disorders and for susceptibility genes. In Proceed with
Care: Final Report. Ottawa: Minister of Government Services Canada; 1993.
Volume 2: 853-884.

3. M Burgess, P Rodney. Introduction to bioethics: Principles, western critiques and
cross-cultural issues.

4. DC Wertz. Professional Perspectives: A Survey of Canadian Providers. In:
Professional Norms in the Practice of Human Genetics, Special Edition: Health
Law Journal 1995;3:59-130.

5. T Lemmens and P. Bahamin. Genetics in life, disability and additional health
insurance in Canada: A comparative ethical and legal analysis. In BM Knoppers
(Ed.), Socio-Ethical Issues in Human Genetics. Cowansville, Quebec: Les
Editions Yvon Bla is Inc, 1998: 120-275.

6. L. Stranc and J. Evans, Issues relating to the implementation of genetic
screening programs. In BM Knoppers (Ed.), Socio- Ethical Issues in Human
Genetics. Cowansville, Quebec: Les Editions Yvon Blais Inc, 1998: 45-96.

7. MM Burgess, C Laberge, BM Knoppers. Ethics for clinicians VIII: Genetics.
Canadian Medical Association Journal 1998; 158(10):1309-1313.

PART II: MICRO-LEVEL INQUIRIES: Clinical ethics & experiences around genetic
testing; narratives of risk; meaning-centred approaches.

January 22: (Lori D' agincourt) 'Relational responsibility' and experiences of women at risk for
hereditary breast cancer,' (Jessica Easton) (Re)creating life lines: Experiences of adolescents at
risk for Huntington's disease.

Required Readings:
1. S. Sherwin. Toward a feminist ethics of health care. In S. Sherwin, No Longer

Patient: Feminist Ethics and health Care. Philadelphia: Temple University press,
1992: 76-95.

2. Tong, R. "Feminist and Nonfeminist Perspectives on Genetic Screening,
Diagnosis, Counseling, and Therapy", in Feminist Approaches to Bioethics:
Theoretical Reflections and Practical Applications. Boulder, CO:Westview Press,
1997: 213-271.

Recommended Readings:
1. S. Sherwin. A relational approach to autonomy in health care. In Sherwin et al
(editors), The Politics of Women's Health: Exploring Agency And Autonomy.
Philadelphia: Temple University Press, 1998:19-47.

• Scheduling of oral presentations of proposals

January 29: (Susan Cox) Experiences of individuals and families around susceptibility testing for
Huntington's disease and Polycystic Kidney Disease; (Christine Maheu) Experiences of women
with a risk status of "unknown" for breast and ovarian cancer genetic susceptibility.

Required Readings:



  1.  Richards, Martin. (1996). Families, Kinship and Genetics. In Theresa Marteau & Martin
  2.  Richards (Eds.), The Troubled Helix: Social and Psychological Implications of the New
      Human Genetics (pp. 249-273). Cambridge: Cambridge University Press.
  3.  Brock, Stephen. (1995). Narrative and Medical Genetics: On Ethics and Therapeutics.
      Qualitative Health Research, 5(2): 150-168.
  4.  Kenen, Regina H., & Ann C. M. Smith. (1995). Genetic Counseling for the Next 25
      Years: Models for the Future. Journal of Genetic Counseling, 4(2): 115-124.
  5.  Wilke, Joanne. (1995). From a Survivor: The Emotional Experience of Genetic Testing.
       Journal of Psychosocial Nursing, 33(4): 28-37.
  6.  Dirks Iglehart, J., Miron, A., Rimer, B., Winer, P. E., Berry, D., & Shildkraut, J. M.
      (1998). Overestimation of hereditary breast cancer risk. Annals of Surgery, 228(3): 375-
      384.

Recommended Readings:
1. Glaser, Barney G., & Anselm L. Strauss. (1964). Awareness Contexts and Social

Interaction. American Sociological Review, 29: 669-679.
2. Zerubavel, Eviatar. (1982). Personal Information and Social Life. Symbolic

Interaction, 5(1): 97-109.
3. Schneider, Joseph W., & Peter Conrad. (1980). In the Closet With Illness:

Epilepsy, Stigma Potential and Information Control. Social Problems, 28(1):
32-44.

4. Riessman, Catherine Kohler. (1993). Narrative Analysis. Newbury Park, CA:
Sage Publications.

PART III: MACRO-LEVEL INQUIRIES: Research ethics and the biotech industry;
commercialization and the production of genomic knowledge; culture in its relation to
power.

February 5: (1) Research ethics in genetics: culture and the production of genetic knowledge
(Brunger); (2) (Bryn Williams-Jones) Commercialization and genetic testing.

• Oral proposal presentations (first 2 -3 groups)

Required readings.
      1. Williams-Jones, B. 1999. "Re-Framing the Discussion: Commercial Genetic Testing in

Canada" Health Law Journal, Vol 7, P. 49-68.
      2. T. Caulfield and C. Feasby. The commercialization of human genetics in Canada: An

overview of legal and policy issues. In BM Knoppers, ed.
      3. M. Burgess: Marketing and Fear-mongering: Is it time for commercialized genetic

testing? Under review.
      4. Royal Commission on New Reproductive Technologies. Commercial interests and new

reproductive technologies. In Proceed with Care: Final Report. Ottawa: Minister of
Government Services Canada; 1993. Volume 2: 695-722 (excerpt).

Recommended readings.



     1. Ethics: decision-making guide and research ethics section of latest Tricouncil Policy,
http://www.sshrc.ca/english/programinfo/policies/Sec08.htm

February 12:
(Paul Reynolds, School of Communication, SFU) Maori, genes and genetics: The impact of
biotechnology on indigenous peoples.

• Oral proposal presentations (last 2 -3 groups)

Required Readings:
1. Brunger F, Bassett K. Culture, ethnicity and genetic testing. In BM Knoppers

(Ed.), Socio-Ethical Issues in Human Genetics. Cowansville, Quebec: Les
Editions Yvon Blais Inc, 1998: 7-42.

2. M. Burgess, F. Brunger, Negotiating Collective Acceptability of Health
Research, In M. McDonald, ed., Governance of Health Research Involving
Human Subjects. Law Commission of Canada. <http://www.lcc.gc.ca/>

Recommended Readings: tba

February 19: NO CLASS, BREAK

PART IV: APPLICATIONS

February 26: Mock press releases, in collaboration with UBC School of Journalism.

• Submission of final proposals (written)

• Assignment of others' proposals to review (2 each)

March 5: Synthesis/Review, meaning in relation to power: Implications for clinical decision-
making, research and policy.

• Submit 2 reviews of others' proposals

March 12: Group reports (30-40 minute presentation) and discussion

March 19: Group reports (30-40 minute presentation) and discussion

March 26: Group reports (30-40 minute presentation) and discussion

April 2: FINAL PAPERS DUE
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