Sunday - June 4, 2006

2:30 pm

7:00 pm
8:00 pm
8:15 pm

Satellite Meeting

Stichting Porticus Scholarship Programme

(Grantees Meeting)

Opening Reception and Keynote Address sponsored by Genome Canada
Registration and Opening Reception

Welcome: Bartha Maria Knoppers (Canada)

Keynote Address: Francis S. Collins (USA)

Genomic Medicine: Opportunities and Responsibilities

Monday - June 5, 2006
Newborn Screening Revisited

7:30 am

8:30 am
8:40 am
9:00 am
9:20 am
9:40 am

10:10 am

10:40 am
10:50 am

11:10 am

11:30 am

11:50 am

12:15 pm

Registration / Breakfast

| - Expansion of Screening?

Chair: Gerard Loeber (The Netherlands)

Bridget Wilcken (Australia)

Expansion of Newborn Screening: Current Achievements and New
Prospects

Nikki Kerruish (New Zealand)

Newborn Screening for Genetic Susceptibility: What'’s the Harm?

Anne Comeau (USA)

Newborn Screening: The Massachusetts Model(s) for Surveillance Research
Discussion

Nutrition Break

Il - Newborn Screening: Carrier Status?

Chair: Wylie Burke (USA)

Helena Kaariainen (Finland)

Carriers Detected by Neonatal Screening: A Clinical Geneticist’s View
Jean-Louis Dhondt (France)

Lessons from Sickle Cell and Cystic Fibrosis in France

Lainie F. Ross (USA)

The Meaning of Carrier Determination in Newborn Screening Programs:
Lessons from Sickle Cell and Cystic Fibrosis

Discussion

Buffet Lunch and Poster Viewing

Printemps

Foyer and Atrium
Pierre-de-Coubertin
Pierre-de-Coubertin

Foyer and Atrium

Saisons A&B

Atrium

Saisons A&B

Atrium and
Pierre-de-Coubertin



1:30 pm
1:40 pm

2:00 pm
2:20 pm
2:40 pm

3:00 pm

3:15 pm
3:20 pm

3:35 pm

3:50 pm

4:05 pm

4:30 pm

lll - Newborn Screening: Storage and Access for Research?

Chair: Ellen Clayton (USA)

Jeffrey R. Botkin (USA)

Ethical and Social Considerations in Research with Stored Bloodspots
Bent Norgraard-Pedersen (Denmark)

The Danish Newborn Screening Biobank in Routine and Research
Denise Avard (Canada)

Research and Surveillance in Canada

Discussion

Nutrition Break

IV - Selected Oral Poster Presentations

Chair: Denise Avard (Canada)

John Adams (Canada)

Status Report on the Practice of Newborn Screening in Canada

Fiona Ulph (UK)

Information Needs of Children Identified as Carriers through Newborn
Screening for Cystic Fibrosis: Views of Genetic Counsellors in the United
Kingdom

Fiona A. Miller (Canada)

Newborn Screening: The Problem of Nosology

Ingeborg Blancquaert (Canada)

Criteria and Decision-making regarding Population-based Genetic Screening
Programs — A Systematic and Participative Approach

P3G Observatory Networking Reception

Tuesday - June 6, 2006
Public Health Genomics

7:30 am

8:30 am
8:40 am

9:00 am

9:20 am

9:40 am

Registration / Breakfast

| - Towards Public Health Genomics?

Chair: Melissa Austin (USA)

Ron Zimmern (UK)

What Is it and Why Is it Important?

Angela Brand (Germany)

Challenges for Public Health Genomics

Anne Cambon-Thomsen (France)

Normal Human Genomic Variation and Public Health
Discussion

Saisons A&B

Atrium

Saisons A&B

Atrium

Foyer and Atrium

Saisons A&B



10:10 am

10:00 am
10:50 am

11:10 am
11:30 am
11:50 am

12:15 pm

1:30 pm
1:40 pm
2:00 pm

2:20 pm
2:40 pm

3:00 pm

3:15 pm
3:20 pm

3:35 pm

3:50 pm

4:05 pm

Nutrition Break

Il - State, Powers and Privacy?

Chair: Timothy Caulfield (Canada)

Mark Rothstein (USA)

Privacy Issues in Public Health Genomics
Darren Shickle (UK)

Balancing Private and Public Interests in Policy
Ruth Chadwick (UK)

State Powers and State Responsibilities?
Discussion

Buffet Lunch and Poster Viewing

lll - Implementation in Public Health?

Chair: Ana Sanchez Urrutia (Spain)

Muin Khoury (USA)

Genomics and Public Health in the United States

Daniel Gaudet (Canada)

Mainstreaming Public Health Genomics: The Ecogene-21 Community
Perspective

Jane Halliday (Australia)

Implementing Population Screening Programs

Discussion

Nutrition Break

IV — Selected Oral Poster Presentations

Chair: Béatrice Godard (Canada)

Amalia M. Issa (USA)

Integrating Genomic Diagnostics into Health Care: Stakeholder Perspectives
and Policy Implications

Cecile Jansens (The Netherlands)

“Type 2 Diabetes Gene Discovered” - The Schism between Genetic
Associations and Population Health Impact

Saskia Sanderson (UK)

Public Health Genomics and Genetic Test Evaluation: The Challenge of
Conducting Empirical Research on Clinical Utility and a Framework that
Rises to the Challenge

Nathalie Egalité (Canada)

Pharmacogenomics Research Involving Ethnicity: Implications for Public
Health

Atrium

Saisons A&B

Atrium and
Pierre-de-Coubertin

Saisons A&B

Atrium

Saisons A&B



4:30 pm

GRAPH-Int Networking Reception

Wednesday — June 7, 2006
Current Approaches and Future Perspectives

7:30 am

8:15am
8:25 am
8:45 am
9:05 am
9:25 am
9:45 am

10:05 am

10:20 am
10:30 am

10:50 am
11:10 am
11:30 am

11:45 am

1:15 pm

Registration / Breakfast

| - The Role of International Stakeholders

Chair: Andrea Boggio (UK)

Stuart Hogarth (UK)

From Genomic Research to Public Health Practice: International Policy
Implications

Mylene Deschénes (P3G)

P3G Consortium: Facilitating Harmonization and Serving Public Health
Mohamed Karmali (GRAPH-Int)

Genome-Based Research and Population Health International Network
Alastair Kent (EGAN)

Patients as Partners

Discussion

Nutrition Break

Il - The Role of Citizens

Chair: Michele S. Jean (Canada)

Hubert Doucet (Canada)

Genomics and Modes of Democratic Dialogue: An Analysis of Two Projects
Marie-Héléne Mouneyrat (France)

Meeting of Minds: A European Citizen’s Deliberation on Emerging
Technology

Caroline Hurren (UK)

Developments in Genomics: Engaging Young People

Discussion

Closing Address: Bartha Maria Knoppers (Canada)

Genomics and Public Health: Responsibilities & Opportunities

Satellite Workshop: Citizen Engagement
Organized by GREB (Groupe de recherche en bioéthique, Université de
Montréal)

Atrium

Foyer and Atrium

Saisons A&B

Atrium

Saisons A&B

Printemps



