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Good Morning

Some of us have been waiting for this day for a long time and it is my distinct pleasure to welcome so many old and new colleagues to the launch of our Public Engagement Pilot Project on Pandemic Influenza. 

First, I would like to thank everyone for making space in your full and busy lives for this project and for overcoming any logistical hurdles in getting to the meeting.

Second, I would also like to thank the six participating organizations whose willingness to take risks and support innovative ideas have made this Pilot Project possible. These organizations are the Lounsbery Foundation, the Keystone Center, the Institute of Medicine, The Study Circles Resource Center, the National Immunization Program at the Centers for Disease Control and Prevention, and the National Vaccine Program Office at the Department of Health and Human Services.

Third, I would like everyone to know that this Pilot Project has been and will continue to be a team effort. All of you have heard of the Chicago Seven, but now you will also know about the Racine Sixteen. These are the champions, many of whom first met exactly three years ago in July 2002 in Racine Wisconsin and/or later in 2003 in Denver, to share and give shape to a vision for greater public engagement on selected vaccine policy decisions. I believe almost all of the sixteen are present today and this project would not exist without their shared commitment and perseverance. 
What is that vision which has sustained the Racine Sixteen and guides the Public Engagement Pilot Project that we are launching today? To borrow from a book title by Daniel Yankelovich, the vision is about the magic of dialogue. According to Yankelovich, when the core requirements for dialogue are met, that is, when everyone in the room is considered equal, when participants agree to listen empathetically to each other, and when participants agree to examine the underlying assumptions for the positions they hold, then discussion is transformed into dialogue. Dialogue has the power to deepen mutual understanding and increase the will of people to work together to find solutions to common problems. At a time when we appear to be more polarized as a nation than ever before, divided into red states and blue states and  fighting about countless issues, including vaccine issues such as thimerosal and autism, then creating the transformative power of dialogue becomes ever more important. This was highlighted earlier in 2001 by Ed Marcuse, co-chair of this meeting, in a paper he co-authored with Chris Feudtner calling for public dialogue on immunization issues.

An equally important need in advance of potential conflict is to enhance citizen participation in the routine decision making process when competing social values come into play. The Public Engagement Pilot Project on Pandemic Influenza is the first real world trial of our new mechanism to obtain the input of both stakeholders and ordinary citizens early on for vaccine issues that require consideration of competing social values as well as scientific facts. This project seeks to evaluate our new mechanism at the same time as it contributes useful advice about priorities for the use of flu vaccine. Those of you selected to be in this room represent a wide diversity of perspectives and interests that will become manifest as we dialogue and deliberate on priorities for the use of limited supplies of influenza vaccine. However, by treating each other equally, listening empathetically, and being willing to bring our assumptions out into the open, we can create the power of dialogue to help us reach agreement on how best to make use of limited supplies of pandemic influenza vaccine.

The test we face is not an easy one. Committees of experts have already met and will shortly provide their expert opinion on the same question we will be considering. Traditionally, these types of questions have been addressed only or largely by experts and decisions made without the benefit of meaningful public input. However, on this pandemic flu issue, there appears to be clear recognition of the potential value of public input. It is our challenge to use this opening to demonstrate the real value added from engaging both the stakeholder public and the general public on these issues.

As I have relearned over the past three years, the creation of our democracy was a landmark event in human history. However, as I have also learned, the work of creating our democracy did not end two hundred years ago. The truth is, our democracy is a work in progress, and we can contribute significantly in our lifetimes to improving how we live and act together as a people. We do not have to accept current mechanisms of obtaining public input which everyone knows do not work. We do not have to settle for the polarized state we find ourselves in on so many issues. When an autism advocate told me in 2001 that our research on thimerosal and vaccines at CDC was “dead on arrival”, I knew immediately that we could and had to do better. With this project, we finally get our chance to demonstrate that, despite our differences, we share common ground, and we can and will meet the never ending challenge of citizens in every democracy to work together in constructive ways. Despite what many might think at first blush, success is not about converting others to our way of thinking, but about finding our common ground and working productively to arrive at mutually acceptable solutions to common problems such as pandemic influenza.

Last month, Harvey Fineberg was the keynote speaker at the Science Awards ceremony at CDC. His topic was Science, Policy, and Public Trust and he asked--- what is it that determines how effective science is as an underpinning to policy making. He noted that attacks on the IOM and its science work have come not so much from criticisms that IOM got the science wrong, but from different vantage points outside of science. Thus, objections to IOM reports on stem cell research and alternative and complementary medicine have been based on ideological grounds. Other objections have come from commercial or financial interests who have had a stake in obscuring what the facts are. He cited the ongoing vaccine controversy around thimerosal and autism as the most critical challenge today to our ability to have evidence prevail. But despite our beliefs or hopes to the contrary, facts do not always speak for themselves. Facts must be received and integrated into existing frameworks and paradigms, and this integration requires trust between the fact providers and the fact consumers.  The criticisms of the IOM point us to this reality. So do many other conflicts between science and society.

Unfortunately, as Harvey Fineberg noted, the results of a recent Gallup poll demonstrated an erosion of trust in every institution over the past 25 years. It has been four years since I first heard from an advocate, “your research from CDC is dead on arrival”, and that startling phrase was also not really a criticism of the science, just as the criticisms of the IOM have not really been about the science per se. It was a reflection of the lack of trust between government and some segments of society. Yet the distrust has only become deeper. We have not heeded the wake up calls. Who could have imagined the vitriolic nature of the exchanges today between the various camps on the autism issue?  It is time for scientists and citizens to acknowledge the true nature of the problem and to approach issues in a not business as usual manner. If I were to wear a button to capture this needed strategy, it would say, “IT’S NOT JUST ABOUT THE DATA, or better still, with no disrespect intended, it would say, IT’S THE RELATIONSHIP, STUPID!

Recently, Alan Leshner, the Executive Director of the American Association for the Advancement of Science stated in a Science editorial, “Simply protesting the incursion of value considerations into the conduct and use of science confirms the old adage that insanity is doing the same thing over and over and expecting a different outcome. Let’s try some diplomacy and discussion and see how that goes for a change.” 

Our pilot project has had at least a three year gestation period. Today is its day of birth and it represents a genuine effort to conduct our pandemic influenza affairs in a not business as usual manner. It gives us the opportunity to demonstrate in concrete terms the value of our democratic ideals and beliefs. I hope you will embrace this challenge with the full conviction that citizens and scientists can do better and can make a difference by working jointly. If we succeed with this pilot project, there will be many other issues on which to apply the model, contribute productive outcomes, and restore the trust which is essential for science and society to thrive in a democracy. Thank you and welcome to this exciting project!

The Racine Sixteen are:

Norman Baylor from the FDA

Lou Cooper from the National Network for Immunization Information

Geoff Evans from HRSA

Amy Fine a health policy consultant

Barbara Loe Fisher the co-founder and president of the National Vaccine Info Center

Rudy Jackson representing the National Medical Association

Sarah Landry from HHS

Debra Lappin who has been a public representative at both NIH and CDC

Matthew Leighninger from the Study Circles Resource Center

Ed Marcuse, our co-chair from Children’s Hospital in Seattle

Debbie McCune Davis from the Arizona Partnership for Immunization

Walter Orenstein from Emory University

Mona Steele from the Wisconsin Women’s Network

Mary Davis Hamlin from the Keystone Center

Kathleen Stratton from the Institute of Medicine and 

Roger Bernier from the CDC
