Breast Health Forum in Central Wisconsin  
Meeting Facilitation and Report for the Susan G. Komen for the Cure Foundation
SITUATION

Breast Cancer is a devastating illness for women across the United States and in Wisconsin.  Remarkably, statistics show that early detection of breast cancer leads to a 98% survival rate.  While many researcher, providers, and service agencies are working diligently to improve screening, detection, treatment, and care, there are gaps in coverage and opportunities to save lives. The mission of the Central Wisconsin Affiliate of Susan G. Komen for the Cure is shared by the national Komen Foundation: “to save lives and end breast cancer forever by empowering people, ensuring quality care for all and energizing science to find the cures.”  In partnership with the American Cancer Society, the Central Wisconsin Affiliate of Komen held a “World Café” discussion facilitated by the Wisconsin Institute for Public Policy and Service on September 16, 2008 in Wausau.

PURPOSE

The purpose of the event was to bring people impacting or impacted by breast cancer to learn, engage, inform, connect and become a catalyst for action.  Representation included physicians, survivors, the Central Wisconsin Affiliate, the American Cancer Society and governmental health departments from Langlade, Marathon, Portage, Shawano, Taylor and Wood Counties.  The group exchanged their collective wisdom toward closing the gaps occurring in education, screening, treatment and support in the seven-county service area, with special emphasis on how to serve rural and minority women.  It offered a chance for individuals and organizations to collaborate and network, turning their wisdom into actionable programs.

PARTNERS

Central Wisconsin Affiliate of Susan G. Komen for the Cure Foundation

American Cancer Society

UW Cooperative Extension

Wisconsin Institute for Public Policy & Service

Harvesting Our Collective Wisdom World Café
Report to the Susan G. Komen for the Cure Central Wisconsin Affiliate
INTRODUCTION

Formed in October 2007, Susan G. Komen for the Cure Central Wisconsin (SGK-CWA) is a new affiliate of the Susan G Komen for the Cure national organization “dedicated to curing breast cancer at every stage—from the causes to the cures to the pain and anxiety of every moment in between” (http://www.komencentralwisconsin.org/).  SGK-CWA is particularly interested in uncovering gaps in breast health care and providing community grants to address these gaps in seven counties of North Central Wisconsin: Langlade, Lincoln, Marathon, Portage, Taylor, Wood and a portion of West Shawano County. 

SGK-CWA recently created a Public Forum Planning Committee to investigate ways that stakeholders interested in breast health issues in the Central Wisconsin region could be brought together in a forum to begin a process of improving knowledge and collaboration centered on breast cancer issues.  The Committee consisted of representatives from SGK-CWA, the American Cancer Society, Marathon County Health Department, Aspirus, Ministry Health Care, Marshfield Clinic, Breast Center of Central Wisconsin, UMR, and Integrity First Bank.  (Lists of Board and Committee members are found in Addendum One.)
The Committee decided to hold the “Harvesting Our Collective Wisdom” World Café event on September 16, 2008 in Wausau, Wisconsin.  Over sixty stakeholders connected with issues of breast health in Central Wisconsin attended the event.
PURPOSE

Planning Committee members communicated the SGK-CWA Board’s desire to host a gathering to foster collaboration on topics relevant to breast cancer and to raise awareness that the foundation was actively functioning in the North Central Wisconsin region.  The purpose statement of the forum is as follows: 
To bring together people representing those affected by or impacting breast cancer, to learn, engage, inform and connect, and become a catalyst for action in our seven county region.  

PROCESS

As the Planning Committee members defined desired outcomes, they considered potential structures for the meeting, ultimately deciding to use the World Café methodology, an interactive dialogue process which engages all participants. World Café is often described as a methodology for hosting conversations that matter.  (For more information on the World Café model, visit www.theworldcafe.com; a list of sample references for the model can also be found in Addendum Two).  Principles behind the methodology are as follows:

· Set the context

· Create hospitable space

· Explore questions that matter

· Encourage contribution

· Connect diverse perspectives

· Listen together for insights

· Share collective discoveries

Planning Committee members became active participants in the design of the forum using these principles.  Prior to the event, the Committee set the context of the event through discussion that defined the boundaries of the topic.  The topic boundaries aided Committee members to develop key questions that were used at the Café.  Committee members also took charge of creating hospitable space in a conceptual sense by focusing on a theme of “harvest,” which linked the Café to the principles of contribution, connecting perspectives, and sharing collective discoveries.  

Committee members sent save the date postcards followed by mailed invitations to over 250 persons, targeting representation from a wide variety of groups and individuals, including breast cancer survivors, doctors, nurses, and health advocates.  The invitation described the gathering, informing invitees of the expectation that they would be actively engage at the event.  Over sixty attendees participated in the Forum.

World Café is designed as a fluid conversation that connects all participants, guiding them through a series of questions and shared reflections.  Participants explore the questions together in groups of five to eight per table.  One person stays at each table for the entire process, acting as the table host, with specific responsibilities of welcoming, summarizing and connecting people and ideas.  After each question and related discussion, participants move to a new table and create a new conversation group based on the new question.  But the model encourages participants to carry ideas over from the preceding table conversation, thus allowing a “cross-fertilization” of ideas.  

The questions that the Planning Committee developed followed a progression that took people from their personal stake in breast cancer to possible action.  The questions, in order, were:

1) Why am I here at this forum?  

2) If we had the best community for breast care, what would that look like?  

3) How does our community currently embrace and support breast care?   

4) What do we need to build together to fight breast cancer in our backyard?  

Participants were able to express their thoughts verbally and through drawing and writing on “tablecloths”, literally large pieces of paper in the center of each table.  If time did not allow all ideas to be expressed, participants were given yet another mechanism for sharing their thoughts.  Specifically, at any point during the event, participants were invited to share thoughts about what pieces of the larger breast care system were missing, the resources they already had available and their wishes for the future, by posting small sticky notes on several posters hanging on a side wall.  All of these notes were recorded as part of the overall harvest of ideas.
To wrap up the table conversations and share collective discoveries, the meeting facilitator asked several harvest questions to encourage all participants to explore where they conversation had taken them, as a group.  The harvest comments from the large group were collected on flipcharts.  Participants were asked:

· What has been your “aha” moment so far?

· What is emerging?

· What can you already anticipate sprouting?

· What question, if answered, would shift us to the next level? 

The final activity at the event was a request that each participant record a personal answer to the question, “Based on your experience today, what is the promise that you will make that contributes to the cure?”  Individuals wrote their response on pink paper on which the question had been printed. 

HARVEST THEMES
A number of important themes emerged from the World Café event.  The following list represents an attempt to organize ideas into major themes.  (Readers of this report may wish to read the original harvest notes for additional insights.) 

1. Increase Awareness through Education

Participants strongly suggested the need for greater education, not only for survivors and their families, but for whole communities.  The group agreed that health education for girls—with emphasis on breast health—needed to begin early, with programs continuing into adolescence and adulthood.  For example, one individual commented on the need for education and awareness of breast health from “babies at the breast” to infinity.    Because more women in their twenties and thirties are facing risk of breast cancer than ever before, participants agreed that breast health must be a critical part of health curricula in public education at all levels.  It was suggested that such education be directed towards men as well to raise overall awareness of the disease to promote opportunities for detection and treatment.  

Education must extend beyond the classroom into the community.  One participant suggested creating mother-daughter education and awareness programs, beginning in public schools, then branching out to other community settings. Another participant pointed to the success of the Kids Voting USA model, which teaches youth healthy voting habits by creating parallel “mock” polling stations side-by-side with actual polling stations to encourage parents and children to “vote” together.  It was suggested that a similar program could be designed for women and their daughters, creating inter-generational learning and promotion of healthy habits beginning in childhood that would carry into adulthood.  Many agreed that effective breast health education should be frequent and varied in form, ranging from dissemination of personal testimonials to innovative community-centered activities.  Specific suggestions included exercise groups, cooking classes, and a walking club at the mall for breast cancer survivors.  Such programs could be goal-oriented (with goal attainment rewards such as mall coupons) to promote better overall health.  

Finally, while it is natural—even expected—that hospitals and clinics take a significant role in educating women in breast health, participants emphasized that education must expand to other venues, settings and providers to achieve maximum coverage.

2. Change How We Communicate

To increase awareness of breast health, education must be coupled with effective communication and marketing.  According to World Café participants, there is a need to dramatically improve channels of communication among all stakeholders, and particularly in patient-provider and patient-insurer interactions.  Participants agreed that the issue is systemic and that to improve communication, awareness of the problem must extend across professional and geographic communities.  It is important, for example, that providers and advocacy organizations expand notions of community to reach out to those who are less visible or underserved, including the poor, ethnic minorities, and families in rural areas.  Better communication and marketing to increase awareness of existing services and resources is paramount.  One participant noted that groups such as the American Cancer Society or Susan G. Komen affiliates have knowledge and resources, but that more must be done to help individuals and communities become aware of what these organizations can offer.  

We must also find ways to communicate that can be as accurate as possible while empowering survivors.  Survivors reported wanting “real answers and facts” in a timely way, which mirrored provider sentiments that “getting information to the cancer patient is really important.”  Effective communication may also require the communities connected with breast cancer to address how we speak about the problem.  One participant labeled the terminology of breast cancer as “too scary.”   Positive language and vocabulary related to breast health and health in general might overcome fears that otherwise prohibit investment of people’s time and attention to their own health and well-being.

3. Improve Access to Diagnosis, Treatment and Cure

It is tempting to sum up the issue of improving access as a resource deficiency problem.  But to improve access, the group concluded, one must first be aware of the barriers that prevent effective screening, treatment and support and then understand how to apply which resources where.  Participants identified examples of barriers as follows:

· Transportation.  To get the help women need, they often need to travel significant distances for wellness checkups, screening, and treatment.  Geographic barriers can create secondary problems, most obviously acquiring and paying for transportation;

· Child Care.  Managing absence from home, including finding and paying for day care is sometimes prohibitive;

· Low Income.  Lack of money or lack of awareness of opportunities for no- or low-cost screening and treatment is a barrier to breast health for some women.  Free screenings are helpful, but some participants asked, “What happens when they have a positive diagnosis and need treatment?  Who will pay then?”  The problem of low income also magnifies other barriers such as transportation and child care;

· Lack of Insurance. The uninsured are among the most vulnerable, foremost because they are the least likely to seek screening and testing;

· Navigating the System. Understanding and navigating both the health delivery and insurance systems is a longstanding difficulty for many survivors.  Even those with adequate resources report frustration in trying to receive answers to both medical and non-medical questions.  Frustration can be amplified for those who lack resources;

· Paying Bills. Closely linked to the difficulty of navigating the system is the stressful matter of paying for health care. As one participant shared, imagine the frustration of receiving a bill which says “right off the bat I’m 45 days overdue and it was the first one I ever got!”

· Cultural Factors. The current models of health education and delivery do not necessarily appeal to women of different cultures in our communities. Better efforts must be made to appeal to women and families from a variety of backgrounds;

· Stress.  Emotional stress and trauma often accompany women trying to access screening, undergo treatment, make medical and insurance and payments, and manage a  household—let alone having to re-imagine one’s life after a positive diagnosis of breast cancer.  As one survivor remarked, “I have had to work out issues between [the] medical system and insurance company myself and it is very stressful to deal with while currently going through treatment” [original emphasis].  Emotional support is not only paramount for women, but also in many cases for family members of survivors.
World Café participants were in agreement that resources do exist for diagnosis, treatment, and support, including through hospitals, clinics, advocacy organizations such as the American Cancer Society, and government agencies.  Some suggested that more information about barriers to access would be helpful to understanding where and how resources could be applied most effectively.  Accordingly, an important concern is how to empower people to take advantage of existing resources while simultaneously determining gaps in coverage where additional resources can be directed.  Participants suggested during the large group discussion that a comprehensive survey of existing models, programs, and services was overdue.  
4. Expand Outreach

Improving access goes hand in hand with effective outreach.  The current network of breast health delivery systems, while improving, still does not reach all women and families.  Some communities, or groups within communities, are underserved; examples in Central Wisconsin include Southeast Asian, Native American, and Latino/Latina populations as well as poorer and rural populations.  Greater and more effective outreach to these populations is necessary.  Participants agreed that the breast health community must develop programs that reach out to these and other underserved populations in culturally sensitive and appropriate ways.  Hispanic and Hmong radio public service announcements were suggested.  Whatever the medium, education and awareness programs must find ways to bridge cultural divides by linking with culturally accepted practices in innovative ways.  Rather than teaching people of other cultures the mainstream perspective, perhaps more effective coverage could be achieved by adjusting our understanding and expectations to meet the needs of underserved populations.

Effective outreach models and programs do exist.  Mobile mammography clinics, such as those offered by Marshfield Clinic, have improved accessibility to screening across a large portion of Wisconsin.  Experience suggests that women will accept screening if it can be conveniently available to them at their place of work or other location.  New and better efforts at marketing are also needed.  For instance, women in low-income families may not have easy computer access, but they may shop at Dollar Stores and Walmart, and sooner or later will fill their tanks at the gas station.  Outreach efforts must leverage such opportunities to reach women wherever they are.  The potential multiplying impact of outreach cannot be overstated.  As one participant noted, “if one woman has a positive experience she will tell her co-workers” and friends.   More efforts along these lines are needed because some women are clearly slipping through the cracks and participants agreed that they would like to see resources devoted to new and innovative ways to increase outreach.

5. Strengthen Advocacy

Both during the table and large group discussions, participants spent considerable energy discussing the importance of strengthening advocacy for breast health generally and for survivors of breast cancer and their families specifically.  Poignant personal stories from survivors were shared, leading to a persistent theme: even the most resolute survivors are overwhelmed at times on their paths to recovery, whether trying to navigate the complex medical or insurance systems or handling the pressures of supporting family while undergoing taxing treatment.  As one table group observed, “doctors and nurses are forced to increase their productivity . . . but not patient support and information.” 

The missing ingredient, many concluded, is strong and consistent advocacy for a woman and her family after diagnosis.  Participants agreed that more resources are needed to create and/or energize advocacy organizations and health professionals to enhance support-related services.  Most suggestions focused on the need for dependable one-on-one support.  One participant poignantly stated, what is needed is “One person to ask, ‘What do you need?’”  Beneficiaries of effective advocacy fervently agree.  A survivor praised the help she received from a breast cancer “coordinator” for undertaking the seemingly mundane task of making appointments, emphasizing, “I couldn’t have done it without her!”  

There was consensus that to be most effective, advocacy must attend women not just in the treatment phase, but must follow them through the long term healing process as well.  To this end, several participants discussed the value of mentorship programs and other support models.  Some lamented that an assortment of past programs had not endured.  Others noted the success of current programs such as “Reach to Recovery” sponsored by the American Cancer Society.  Participants noted that needs are also variable.  A younger survivor expressed strong interest in connecting with younger women to whom she could more closely relate.  Another noted that she wanted “to connect to cancer survivors who are 5 years out and are getting on with their lives.  I don’t want to focus on the cancer, but on healthy living and connecting with women who are doing the same.”

Participants also acknowledged that there are many advocacy programs and resources currently available and warned that it would be a mistake to duplicate current efforts.  The Well Woman program was cited as an example of successful advocacy through coordination.  But there was recognition that the program had gaps in some areas.  To fill gaps in knowledge and in actual coverage, a powerful suggestion emerged that communities would benefit from a “warehouse” or database of organizations and resources, including listings of individuals who were willing to contribute time and services for all aspects of survivors’ (and their families’) needs, from carpentry skills to transportation and daycare help.  As one participant put it, the community needs a similar concept to the “211 Directory” of community assistance for breast cancer survivors.  Others recommended investment in a brick and mortar facility that would serve as a one-stop-shop, working in tandem with an online and telephone 211 program.  Participants also wondered about creating a drug recycling program or donation center for unused prescriptions or chemo drugs that could be shared with those in need.

One final component of advocacy suggested by participants was to provide stronger lobbying to the state legislature to fund wellness programs.  Although one participant helped educate the group by informing them of existing lobbying activities (specifically, by the Wisconsin Breast Care and National Breast Care Coalitions), another pointed out that more intense lobbying might be effective, especially in lean budget years. 

6. Improve Health Delivery through Simplification, Transparency, and Systems Thinking
World Café participants recognized inconsistencies in effective breast health treatment and coverage for women.  They also expressed the need for some rationalization and simplification of healthcare delivery and coverage for survivors.  Some suggested the creation of community guidelines or standards for breast health, including screening, treatment, abatement of treatment, and so forth.  These guidelines would require some standardization and would have to be made widely available online and through other accessible formats.  To ensure that community needs are accurately accounted for, a needs assessment should be undertaken periodically (it was noted that SGK conducted such an assessment, but it is out of date).  In addition, participants suggested that greater transparency about all phases of breast health care and costs would be helpful.  For example, some wished that hospitals would make clearer the costs of a mammogram.  It is confusing for some patients to delineate value between healthcare “specials” such as free mammograms on a designated day versus programs that provide discount mammograms during an entire month.  Although the former might sound appealing, for example, the latter tends to generate better access to overall breast health and is likely to capture more working single mothers and others because of its flexibility.  An even more daunting challenge is how to help women gain access to treatment after free or discounted screenings.  There must be some kind of system response or mechanism in cases of positive diagnoses; otherwise, free or discounted screening programs are wasted

Considerable discussion centered on the need for better and timely information for survivors to help foster reasonable expectations.  First and foremost, women need to understand treatment options.  Closely following is the need to understand what to expect in terms of insurance coverage, return to work policies, and a variety of interrelated issues from transportation to household management.  Advocacy is one answer, but even advocacy can by stymied by a system that is not structured to meet the real needs of individuals.

Café participants spent a great deal of energy discussing the need for a systems approach to better breast health and survivor care.   They concluded that greater attention must be placed on improving understanding of the various components and systems that make up the breast health community.  Only by examining screening, treatment, and recovery from a systemic perspective can lead to lasting improvement.  Similarly, issues such as choosing appropriate and qualified providers, accessing required medications, and receiving appropriate treatment can only be understood by examining the relationship between health insurance programs, providers, and drug companies.  These organizations provide services essential to women with breast cancer, but most retain agendas that are organization-centric.  What is needed, some suggest, is some neutral entity—perhaps the Susan G. Komen Foundation and other advocacy groups—to moderate the inherent biases and proclivities of a system focused more on organizational competition than patient care.

World Café attendees suggested that serous efforts should be made to bring the system in line with the desires of most women: to effectively treat those diagnosed with breast cancer, support their recovery, and find a cure.  To this end, many highlighted the need for integrated holistic care—not only to address the physical, but also the psychological and spiritual needs of breast cancer survivors.  The key is to put survivors at the center of the system.  Some specific suggestions emerged in light of this sentiment.  First, map out existing assets and services along a comprehensive continuum of care.  This service map could then be overlaid onto to a map of who requires services and where they reside.  Second, bring health care professionals, service-providers, and advocates together to discuss what services are available and how they might be networked or linked in rational ways to benefit survivors.  Such a process would itself serve two purposes: a) encourage professional networking; and b) help professionals understand what services are available where and to use this knowledge to help patients.  Third, design a system of systems, or at least promote greater integration of services, to create a survivor-centered model in which women are able to choose from within a variety of networked groups to receive treatment and other valuable support.  In this manner, from a patient’s perspective, there might be a more seamless approach to screening, diagnosis, treatment and recovery.  To be most effective, such a system would also allow non-medical entities to carry out vital roles in supporting breast cancer survivors, integrating medical and non-medical services in efficient and effective ways.

The UW-Madison Paul Carbone Center was mentioned by several participants as a model worthy of study.  The care at this facility is recognized as exceptional, in part because employees (from doctors to maintenance staff) take a holistic, integrative approach to their work and to overall patient care.  Structurally, the center serves as a one-stop-shop for women’s breast health and related needs.  The Center also networks with survivor groups and takes a personal approach with “hugs and human contact.”   In short, they encourage a caring team approach to meet the needs of the individual.
7. Build Supportive Communities

World Café participants reflected on the importance of building and strengthening community in at least two important ways: 1) improve communities of support for cancer survivors and their families; and 2) construct a broader community of breast cancer providers, advocates, and survivors that can improve overall diagnosis, treatment and long term care.   The difference is a matter of degree.  First, participants unanimously agreed that for the individual cancer survivor and her family, a support community is absolutely essential.  One participant suggested that while the notion of community remains fundamental to effective long-term care, breast cancer survivors need a community independent of the medical realm: a community “for daughters, sisters, nieces, friends and survivors . . . people to bond with.”  Family and friends often fill this role—sometimes to great effect.  But even within supportive families, there are times when expectations are incompatible with reality. As one participant noted, “sometimes survivors are overwhelmed with reassuring their family . . . [they] need support from outside the family at certain trying times.”  Unfortunately, inadequate or non-existent  personal support networks remain an identified gap for many survivors.  Several participants suggested that mentor programs and personal support from fellow survivors could fill an important void.  Most acknowledged that existing programs remain underdeveloped and require more attention and resources. 

Participants were united in their desire to form broader notions of community, or in other words, to “[b]uild opportunities for dialogue and collaboration.”  A significant number of participants, for example, either wrote or made statements expressing their appreciation for the SGK-sponsored forum and their desire to continue building a breast cancer community of providers, advocates, and survivors.  As one participant wrote, we should “[c]reate a society of practitioners, survivors, etc., that can meet periodically for best practices and that can continue beyond this meeting.”  The best outcome of this type of broad community, observed one participant, would be a community that recognizes the gaps in effective screening, treatment and care, and then provides the resources and impetus to bring “people and agencies . . . together to solve” existing problems.  But as bridges are built and community ties strengthened, some insist it is important not to duplicate existing efforts.  

REFLECTIONS

How Well Were Objectives Met?

1) Bring Stakeholders Together.  The purpose statement of the forum was to bring together people representing those affected by or impacting breast cancer, to learn, engage, inform and connect, and become a catalyst for action in the seven county Central Wisconsin region.  The forum attracted 60 persons from across a wide spectrum of those affected by or impacting breast cancer, from survivors to advocates to health care practitioners.  Attendees were identified as younger and older survivors, family members of survivors, doctors, nurses, educators, and advocates.  

2) Learn, Engage, Inform, and Connect.  Learning, engaging, informing and connecting were simultaneous and overlapping happenings at the World Café.  Before, during and after the event, attendees were observed sharing personal stories and experiences, networking, exchanging information, and engaging in joint problem solving.  Structured and informal conversation frequently centered on improving the care and support of those diagnosed with breast cancer.  

3) Catalyzing for Action.  Catalyzing for action was an outcome important to the event Planning Committee.  Evidence for such an outcome was indicated by the written responses to the final question at the forum: “Based on your experience today, what is the promise you will make that contributes to the cure?”  In some cases, participants echoed the word “promise” by communicating a personal commitment such as, “I promise to create more programs . . . .”   Though not requested, a number of participants volunteered their contact information to reinforce the connection and commitment they had made.  There was also a promise of financial resources. 

What Lessons Were Learned from the Process?
1) Creating Community.  The World Café methodology provided a framework for people to connect and engage.  The carefully considered invitation process led to the convergence of diverse stakeholders in the breast cancer community in one room for several hours to address pressing breast health and survivor care.  Attendees represented a microcosm of people who use, advocate or work within the larger breast health system.  The Café questions, also carefully crafted by the Planning Committee, allowed the participant stakeholders to work together and envision options for collective action.  Paramount to this process was that the attendees clearly viewed themselves as part of a community, a concept reinforced by the nature of the World Café event.  Notes and comments from attendees clearly indicate that not only did they view themselves as part of a community, but they desired to continue engaging as a community.

2) Achieving Common Ground.  A unique characteristic of the World Café is its tendency to cede control to participants and empower them through a minimally managed process.  The model requires trust and faith that the people who attend are willing to act responsibly and collectively.  More important, the model holds that the collective outcome will be greater than the sum of its parts.  It is recognized that while World Café results are not necessarily predictable, they can nevertheless unify and inspire because they reflect the will of the whole as shared by the whole.  True to form, the SGK-CWA event, culminating in the “harvest” of ideas, generated clear themes reported herein.  These themes are remarkable in the sense that there was an enormous degree of consensus as to their importance.

3) Continuing the Conversation.  There exist tangible outcomes from this event.  These tangibles, in the form of tablecloth notes, post-it notes, and verbal expressions during the harvest (as recorded by note-takers), written promises, and even this report, express an anticipation and expectation that, at minimum, the conversation about treating and curing breast cancer in Central will continue.  For this reason, as important as the World Café meeting and its immediate outcomes might be, it is perhaps even more important that a follow-up meeting be convened in the near future to fulfill participant expectations that the process of engagement will continue.  Forum facilitators suggest that to strengthen the tangible results of the meeting, future forums should be photographed to help communicate the vibrancy of the event as well as to help the conversation move to the next level.

4) Engagement through Shared Experience.  After the event, several members of the Planning Committee expressed their surprise at how the event had affected them personally and had generated a range of emotions.  Committee members who served as table hosts during the event also reported a high level of emotional interaction among participants.  Event observers also noted the emotional content of many of the table discussions.  Some table conversations began with powerful personal stories from breast cancers survivors.  These stories created immediate bonds among table participants and provided fruitful avenues of discussion as health providers and advocates connected their knowledge and experience to the shared personal stories.  

At one table, for example, a survivor shared her difficulties in receiving proper care and support after diagnosis.  In fact, she reported still having questions for which she was seeking answers.  Table participants listened respectfully, asked clarifying questions, and offered suggestions for future treatment (and other assistance).  The initial story served as a springboard for broader discussion of what was working and not working in our health system.  Health providers and advocates were able to sympathize while at the same time provide immediate information and feedback that helped the story-teller.  Survivors felt supported and empowered by being listened to, while providers and advocates had opportunities to share knowledge in response to real personal challenges.  Remarkably survivors, providers, and advocates could each tell a version of the same story, thus adding value to the whole.   

Attending health providers expressed real gratitude at the opportunity to hear the unvarnished concerns of survivors, recognizing that professional roles often do not promote deep discussion or sharing of profoundly personal experiences.  The personal nature of the conversations also added a sense of urgency to uncover barriers to effective breast health and to share ideas for improvement.  In short, emotion was channeled towards a renewed purpose and vigor to share ideas on improving diagnosis, treatment and cure of breast cancer. 

What Important Questions Emerged from the Event? 

· What specific barriers are preventing access to resources, diagnosis, treatment, and support?

· How do we better empower women with knowledge and access to resources to make wise and responsible choices?

· How do we encourage a systems approach to address the whole health of the individual?

· How do we continue to entreat health communities to come together to network and rationalize health delivery and care?

· How do we seamlessly integrate non-medical support into the treatment and long-term recovery programs of survivors?

· What models of effective treatment and care are worth emulating and where are new models needed?

· How do we improve outreach and advocacy to women in terms of screening, treatment, and long-term recovery care? 

CONCLUSIONS
Participants in the Susan G. Komen for the Cure Central Wisconsin forum held on September 16, 2008 created a significant shared experience.   The group identified ideas for action and topics of relevance, grouped into seven emerging themes reflected in this report:

1. Increase Awareness through Education

2. Change How We Communicate

3. Improve Access to Diagnosis, Treatment and Cure

4. Expand Outreach

5. Strengthen Advocacy

6. Improve Health Delivery through Simplification, Transparency, and Systems Thinking

7. Build Supportive Communities

There is one additional theme that prevailed at the World Café and which pervaded the small and large group discussions.  One participant health provider summarized it this way: “I feel that when a person gets a cancer diagnosis and the doctor or I take control of their case, the person wants to take some of that control back again by using holistic information and means.”  From providers and advocates to survivors and supportive family of survivors, participants at the World Cafe expressed their collective desire for the empowerment of individuals.  This should be no surprise given that it echoes the SGK mission “To save lives and end breast cancer forever by empowering people, ensuring quality care for all and energizing science to find the cures” [emphasis added]. A key question remains: How do we help women achieve empowerment at every stage of their lives, particularly in connection to breast health?
One obvious answer is for the Susan G. Komen for the Cure Central Wisconsin affiliate to provide visionary leadership, part of which is to act as a convener and facilitator for the creation of a well-functioning breast health community in North Central Wisconsin.  The World Café event was an excellent first step in this direction as it created a shared expression and anticipation—perhaps even an expectation—that, at a minimum, the conversation will continue.   As one participant observed, “This format today is unique in that I can interact with patients versus just clinical talk with the client.”  She concluded simply, “we need more of that.”

