Family Health History Taskforce Meeting


January 24, 2007

2:30-4:30 pm 

Room 125 UDOH Cannon Health Bldg.

In attendance: Jenny Johnson, Karlee Adams, Anna Swayne, Sacha Masek, Emily Waddoups, Mary Petty, Karen Coats, Patrick Lee, Rebecca Giles, Grant Wood, Ted Adams, Sancy Leachman, Michael Barnes (phone), Carl Hanson (phone), Han Kim (phone)

Minutes

Action items in RED

· Welcome: Rebecca Giles welcomed everyone to the meeting. A special welcome to our new Taskforce members. 

· Karlee Adams – intern with the Genomics Program (until May 2007)

· Anna Swayne – Project Coordinator with Sorenson Molecular Genealogy Foundation

· Overview of the Personalized Medicine in Utah conference: Grant Wood gave a summary of the conference. The presentations can be accessed online at www.science.utah.gov then clicking “Personalized Medicine” and then “Past Events.” He encouraged the Taskforce to review the slides and conference agenda as this is a new state initiative. 
The conference was sponsored by the Governor’s Office of Economic Development. Grant and the other Taskforce members (Lisa Cannon-Albright, Lars Mouritsen, Doug Fogg, Mary Petty) who attended, felt the conference generated a lot of excitement about making Utah a leader in personalized medicine but that there was no plan in place on how to proceed with actually doing this. However, a couple of speakers alluded to family history as being the starting point for personalized medicine but not much focus was given to this area. There was no Utah-specific program or group mentioned prepared to lead this initiative. They felt the conference was to generate interest and bring the players together and hopefully someone will stand out as a leader in moving this forward. The door seems to be wide open for the Taskforce to step up and be a leader in making Utah the place for family history (first and foremost!) and then eventually personalized medicine.

The Taskforce strongly agreed that family health history is imperative and the starting point for this type of initiative. Those present felt the Taskforce should promote itself as the leader in this field. After all, this is a state initiative and the state (meaning UDOH/Taskforce) must get behind it to succeed.
· Community mini-grant awards: The Genomics Program awarded three mini-grants to the following agencies:

· Salt Lake County Aging Services, Healthy Aging Program to conduct focus groups with seniors and then revise the Family Health History Toolkit. In addition, teach 5 educational classes in senior centers on the toolkits and genomics. 

· Salt Lake Community College, Nursing Program to identify and evaluate genetics-related curriculum materials to incorporate into the nursing program curriculum. 

· Brigham Young University, Department of Health Sciences to conduct an assessment to determine how seniors attribute their risk of chronic disease based on genetics, personal behavior, and environment. Also to assess the extent to which they understand their family health history and barriers for collecting it. 

· Updates from committees

· Clinical Applications: Han Kim reported that the committee has not meet in person for sometime. However, he felt strongly that before implementing any education/interventions in clinics, a qualitative analysis should be done to assess clinicians’ knowledge/attitudes/beliefs about family health history. They would like to hold focus groups and other surveys as a starting point. Grant Wood mentioned that the Intermountain Healthcare Clinical Genetics Institute is going to do a similar assessment with their providers in the upcoming months. Grant agreed to send Han Dr. Marc William’s contact information so methodologies could be compared. Jenny will email Grant Han’s contact information as well as the results from a chart review and key-informant interviews the Genomics Program conducted with family physicians.  

· Public Awareness: From November 1 – January 8 a “Tell Us Your Story!” contest was promoted. The contest encouraged people to learn about their family health history and share their experience with other families. Mary Petty’s company, Heirlines Genealogy and Family History, donated prizes for the contest. Only three stories were submitted. However, this idea has sparked the creation of an online story bank within the Utah Department of Health. All programs can use the story bank and it should be completed by June 2007. There was a lot of news coverage after a press release on the contest was distributed – the Standard Examiner ran a front-page article on family health history, Salt Lake Tribune, and Deseret News. Utah Public Radio also expressed interest in doing a ½ hour segment. Finally, classes were taught at the Family History Library, at the request of library staff, as well as a display case. 

Mary briefly mentioned a project she has undertaken in her church to promote family health history. The project is called “Healthy Harvest” and originally only focused on exercise. Mary successfully convinced church leaders to focus on family health history and has since committed three other stakes to do similar projects. She will compile a description of the project and send to Jenny for distribution and sharing. 

· Research and Methodology: The committee wants to focus on finishing the online Health Family Tree (before moving forward with the Utah Genealogy and Health Database), which was accomplished throughout the meeting discussion. 

· Review of the FHH Taskforce work plan: The work plan has now been combined with the Chronic Disease Genomics Standing Committee work plan. It will be called the “Utah Genomics Plan” from now on. Jenny will complete the background section for the plan and make a final version, which can then be used to promote the Taskforce.  

After the overview of the Personalized Medicine conference, the Taskforce discussed next steps for capitalizing on this initiative. All present agreed that family health history should be the starting point for personalized medicine in Utah. The Taskforce also felt the Health Family Tree (HFT) could be the key tool for promoting this idea as it has been used for over 20 years in Utah and even internationally. The HFT tool has great potential in bringing together public health, education, healthcare providers, researchers, and private business. Currently the HFT tool is being converted from a paper-based tool to an online tool. This is being done by the University of Utah Cardiovascular Genetics Research Clinic (Ted Adams, Steve Hunt), Genetic Science Learning Center (Louisa Stark), and the Utah Department of Health (Rebecca Giles, Jenny Johnson). Intermountain Healthcare Clinical Genetics Institute (Grant Wood, Marc and Janet Williams) have also been supportive. However, due to lack of funding and some issues with the CDC, this has not been completed yet (although it is very close!). To read more about the HFT, visit http://health.utah.gov/genomics/familyhistory/fhrp.html. 

Grant mentioned a “Life Sciences” conference that will be held in April 2007 as a possible avenue to promote the Health Family Tree and Taskforce. Grant will keep in contact with conference planners to see how we might get involved. 
Rebecca Giles asked the Taskforce to think about whether the three committees are still appropriate, given the meeting’s discussion. Those present agreed to keep the committees the same but focus activities on the Health Family Tree.

· Next Steps:

· Finish the online version of the HFT will be the Taskforce’s priority!

· Create an Ad hoc committee to undertake this task. The committee will be responsible for outlining what is needed to complete the HFT and meeting with Greg Jones. Jenny Johnson, Rebecca Giles, Grant Wood, Ted Adams, Steve Hunt, Louisa Stark, and Sancy Leachman agreed to serve on the committee. Jenny will schedule a meeting with this group before the Feb 8 Standing Committee meeting. 
· Schedule meeting with Greg Jones. Greg Jones works in the Governor’s Office of Economic Development and was in charge of planning the Personalized Medicine Conference. The Taskforce felt it was critical to meet with Greg about promoting/funding the HFT as a first step in this initiative, in addition to gaining state support for the Taskforce activities. 

· Outline what we specifically need to finish the HFT ($$$, personnel, user report, testing, education, etc)

· Purpose of what the Taskforce wants to accomplish

· Our vision/potential of the Taskforce and HFT 

· Develop a fact sheet to share with Greg Jones and other funding sources 

· What the HFT can do

· Players it can bring together (academia, healthcare providers, private business, public health, education, etc)

· Economic #s if possible (think business not public health!)?

· Discuss making HFT a priority and meeting with Greg Jones with Standing Committee. The Standing Committee will provide additional insight and then move this recommendation/next step on to the Genetics Advisory Committee for approval. 

· Wrap up and next meeting: Jenny will schedule the next meeting for April 2007.
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