Family Health History Taskforce Meeting


August 16, 2006

2-4 pm 

Room 125 UDOH Cannon Health Bldg.

In attendance: Emily Waddoups, Mary Petty, Han Kim, Karen Coats, Grant Wood, Ted Adams, Carl Hanson, Sacha Masek, Sancy Leachman, Rebecca Giles, Marcie Johnson (phone)


Minutes

Action Items in RED

· Welcome

· Kara Thompson has resigned from her position at the American Heart Association to pursue law school. Sandy Baker will now represent the AHA on our Taskforce. 

· Updates from committees

Clinical Applications: Working to develop methodology for a clinical study using the Health Family Tree (HFT) online tool in two University of Utah clinics. The study questions we hope to answer are:

· PROVIDERS – Usefulness of the Health Family Tree tool, clarity of the risk messages, does the HFT alter clinical management/patient care?

· PATIENTS – Ease of access/using the HFT, what was the effective of intended behavior changes, how long did it take to complete, was the risk messages and resources useful, and did patients share the information with their family members or provider?
· LONG TERM CLINICAL OUTCOMES – Does the HFT motivate behavior change in those considered high risk?
Public Awareness: The committee has developed a key message and is now working to plan a timeline of activities for the next 6 months. 

· Key message: An email survey showed that the message “Family Health History – Know your past, protect your future” was the favorite. The committee also decided to promote the message “Make Family Health History a Tradition” which is on the Toolkits. 

· News release: A news release called “Make Summer Reunions a Time to Talk About Family Health History: Knowing your past protects your future” was sent to all media on July 17. 

· Family Health History Toolkits: The toolkits have been re-designed and were released on July 17 in conjunction with the news release. They are available at http://health.utah.gov/genomics or by calling the Health Resource Line at 1-888-222-2542. 
· Genealogy: Starr included a paragraph about doing your family health history at summer reunions and information on the Toolkits in the July Federation of Genealogical Societies listserv.

· Media: Mary and Jenny have been in contact with the LDS Church about publishing an article in the Church News or Ensign magazine. KUED is interested in doing a segment on family health history but is booked for the next two years. KUED requires approximately $60,000-$70,000 for a show. Wasatch Woman magazine is planning to do an article in the next year on Lisa Cannon-Albright and/or Vickie Venne and how they have impacted Utah with their family health history projects. 
Research and Methodology: A draft proposal has been written on the Utah Genealogy and Health Database. The proposal will be used to seek funding from philanthropic individuals or organizations to start the database. Grant stressed that this committee is committed to doing novel activities that will make the database publicly available.
· Other updates

· Grant reported on the Office of Health IT Adoption with the Federal Department of Health and Human Services Electronic Health Records (EHRs) workgroup (http://www.hhs.gov/healthit/ahic/ehr_main.html). Intermountain Healthcare Clinical Genetics Institute is very interested in integrating family health history into EHRs. As such, a document was submitted on family health history and EHRs and Dr. Marc Williams, Director of Intermountain Healthcare Clinical Genetics Institute, presented to the workgroup on August 15. The presentation lasted about 30 minutes and was very positively received. 

· The Intermountain Healthcare Clinical Genetics Institute (Grant and Janet) will host a seminar entitled “Pharmacogenomics for the Physician” on November 4, 2006. The half-day meeting will feature nationally recognized speakers. A registration fee will be required. More information to come.

· Mary talked about the Genographic Project (https://www3.nationalgeographic.com/genographic/), which is supported by National Geographic, IBM and the Waitt Family Foundation. For a fee you can submit your DNA to discover your ancestry. She said that these projects show that DNA is big business and that we need to put Utah on the map with our activities. 

· Discussion of the Chronic Disease Genomics Standing Committee request to incorporate Taskforce activities into their workplan: Rebecca Giles provided an overview of the Chronic Disease Genomics Standing Committee. This Committee is under the Genetics Advisory Committee and advises the Utah Department of Health on genomics-related issues. They have developed a workplan with six goals that will be included in the Utah State Genetics Plan (See attached). They have requested that the Taskforce become a partner in this endeavor and that we adopt their goals into our workplan as appropriate. This will avoid duplication of efforts and help poise Utah for long-term funding for genomics and family health history activities. 
· All Taskforce members present supported combining both the Family Health History Plan and the Chronic Disease Genomics Standing Committee workplan. We will work together to implement this “larger plan”. 

· Several suggested that we combine these two plans into a “Utah Genomics Plan” and publish/market it. Jenny will work on this project with input from the Taskforce. We envision a nicely designed document that has background on the Taskforce and genomics activities in Utah and both workplans. Grant suggested we look at the Wisconsin Genetics Plan or other state genetics plan for ideas.  

· Community mini-grants discussion: The Genomics Program has had to redirect $10,000 in funds for this current year. This is because the CDC has decided to stop the electronic Health Family Tree project. CDC considers the HFT a research project and under the terms of our cooperative agreement, we cannot do research activities. This has been a very disheartening and frustrating experience, as we feel the HFT can be used for non-research purposes. However, we can continue the HFT project if we don’t use CDC funds. 
· The Taskforce felt the best way to redirect the $10,000 is to give one to two mini-grants to community organizations. The projects would require an organization to promote family health history, implement the activities in the Family Health History Plan, and promote sustainability of genomics activities in Utah. The projects would run from January 1, 2007 – June 30, 2007. 

· Jenny is now working on a Request for Application (RFA) that will be sent out in November (see attached). We would like the Taskforce to be involved in developing the criteria for the RFAs as well as helping to identify appropriate organizations to invite to submit proposals. Draft criteria are highlighted in yellow in the attached document. If you have other ideas of what kinds of activities you think are most important please let Jenny know ASAP (for example media campaigns)!!! Please send comments or suggested criteria for the mini-grants and a list of organizations to invite to submit proposals to Jenny by September 25, 2006. 

· Wrap up and next meeting
· The next meeting will be in November. Watch for an email from Jenny.
· If anyone would like to join the Genomics Listserv please contact Jenny. The listserv is sent out twice a month and has current news items on genomics and family health history, upcoming events, and other announcements and resources.
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