Family Health History Task Force Meeting


April 26, 2007

2:30-4:30 pm 

Room 101 UDOH Cannon Health Bldg.

Teleconference line available: Dial (801) 521-5399 or 1-800-350-0593

In attendance: Carl Hanson, Emily Waddoups, Grant Wood (phone), Janet Williams, Jenny Johnson, Karen Coats, Karlee Adams, Louisa Stark, Mary Petty, Rebecca Giles


Vision: Family Health History – Utah’s Way!

Mission Statement: Utilize family health history to improve the health of all Utahns, through partnership development, clinical and community applications, public awareness, developing appropriate methodology, and incorporating policy and ethical considerations.
Minutes

Action items in RED
· Welcome: Rebecca Giles welcomed everyone to the meeting. We apologize if anyone tried to call in. The teleconference lines were somehow connected so two meetings were trying to use the same line.

· Health Family Tree update: The Genomics Program, Michigan Department of Community Health, BYU, University of Utah Cardiovascular Genetics Research Clinic, and Genetic Science Learning Center submitted a research proposal to the Centers for Disease Control and Prevention in early April. The three-year project would help get the electronic Health Family Tree tool back into high schools in both UT and MI. A minimal amount of the funding would help “optimize” the Health Family Tree tool for use in schools but not complete everything on our “wish list”. The focus would be on dissemination of the Health Family Tree tool and accompanying high school/teacher curriculum materials that were developed by the Genetic Science Learning Center. If awarded, the project would begin in September.

· Community mini-grant updates
· Salt Lake County Aging Services, Healthy Aging Program: Two focus groups have been held and the senior-friendly toolkit completed. They are now teaching classes on how to use the toolkit at senior centers in Salt Lake County. They are collecting evaluations on whether the senior center participants used the toolkit and what they thought about it. Results have been positive. Jenny will make sure the Task Force gets a copy of the new senior-friendly toolkit after the grant ends. Jenny and Carl will also look at incorporating results from the BYU survey into the toolkit. 
· Salt Lake Community College, Nursing Program: Purchased nursing genetics curriculum materials and books for faculty review. After the review, faculty will determine how to integrate genetics into the nursing student curriculum next year.

· Brigham Young University, Department of Health Sciences: Timeline has slowed considerably due to contract process. However, pilot testing of the survey instrument has been done with students at BYU and USU. The survey is ready to go in Utah County once the contract process is complete. They are working on getting the Salt Lake County senior centers and assisted living centers on board. Four students will do the data collection. There is also a pre-med student who is interested in the follow-up component to the survey (Did seniors collect a family history? Share it with someone? Change behavior?). Jenny will share the evaluation results from the Healthy Aging project with the BYU team. 

· Taskforce member sharing 

· Women, Infants, and Children (WIC) program (Emily Waddoups): A survey was sent to all WIC Directors and their staff to better understand their understanding and readiness to integrate family health history into their clinics. We should have the results by the end of May. Janet Williams suggested using the results to tailor the Family Health History Toolkit for this audience (possibly a low-literacy toolkit, Spanish toolkit – similar to the La Raza materials already developed, etc). Jenny will make sure the Task Force gets a copy of the results.  

· Intermountain Healthcare, Clinical Genetics Institute (Janet Williams, Grant Wood): Currently conducting interviews with a group of physicians who use a particular database to collect medical information, including family history. Results of the interviews will help answer questions such as “How do providers use family history in patient management? What information do providers want and need?” 

· The new Intermountain Genealogical Registry was released last week and is a project to help facilitate cardiovascular disease research, not necessarily impacting patient or family care at this point. The Clinical Genetics Institute was not involved in this project. Angela Schwab, a former Task Force member and genetic counselor at Huntsman Cancer Institute, is the project coordinator and may be able to provide more information on what this database can do and how we can utilize it.

· Clinical Genetics Institute involved in a project to integrate family history into the electronic medical records, starting with a prenatal form. There may be a connection to the WIC survey.

· Grant has participated in meetings with a clinic in Wisconsin to collaborate on family health history projects. He is also meeting with physicians at Harvard and says that a lot of health systems are beginning to think about family health history. He is also involved in the Personalized Healthcare workgroup (through the Department of Health and Human Services and American Health Community which is promoting electronic medical records). This group is promoting integration of genetics and family health history into the EMR on a national level.

· BYU (Carl Hanson): A feature article on genomics/family history and health education was accepted for publication in the March/April 2007 issue of the Journal of Health Education. 

· Mary Petty: Submitted a proposal to the Department of Health and Human Services for the Healthy Harvest Program. The Healthy Harvest Program is a faith-based program which encourages members of Mary’s LDS stake and ward to become more healthy (diet, exercise, etc). She has integrated family health history into the program as a first step in working towards better health and would use the funding to distribute Family Health History Toolkits to other stakes and wards. Awardees will be notified in June. Mary also met with Congressman Chris Cannon and discussed the Task Force and family health history with him. 
· Karen Coats: Karen was involved in the Business to Business Expo and helped to distribute handouts on several of the UDOH programs including genomics. Jenny has posted the one-page handout called “Family Health History and Your Employees” at www.health.utah.gov/genomics. The handout gives ideas for how to get employees interested in learning about their family health history and genetics as well as listing several resources available to worksites. 
· Genetic Science Learning Center (Louisa Stark): Movie Science Night will be held on May 1, 2007 at the Salt Lake City Main Library. The movie will be Multiplicity and IHC has helped to arrange a guest speaker to debunk the genetic science behind the movie. All are invited to attend this FREE event in celebration of DNA Day. Louisa also noticed in her University Health Plan a section on family health history and will provide more information as it becomes available.

· Genomics Program (Karlee Adams, Jenny Johnson): The Genomics Program has done several activities throughout April to promote DNA Day. All activities were targeted to UDOH employees. A library packet on how to engage library patrons in learning about their family health history was also distributed to all state/city/local libraries via mailings, web site, Utah Library Association listserv, and an upcoming Utah Library Association meeting. Copies can be requested from Jenny or downloaded at http://health.utah.gov/genomics/familyhistory/librarypackets.html. 

· Draft letter for Governor’s Office of Economic Development
· The Genetics Advisory Committee and Chronic Disease Genomics Standing Committee both support a meeting with Greg Jones. A letter will be drafted by the Genomics Program and sent to the Chair of the Genetics Advisory Committee who will then forward it to Dr. Sundwall explaining the reason for such a request. A fact sheet will also be attached to the letter on why family health history should be part of the Personalized Medicine initiative. Copies of the letter and fact sheet will also be sent to the Task Force.
· Ideas for the fact sheet were discussed by the Task Force and included:

· Family health history needs to be a critical component of personalized medicine. Why? We can help focus medicine to the individual by knowing a person’s family health history. Family health history connects genetic, environment, and social components of health. As more genomic technology becomes available, much of this will be understood by family health history.

· Family health history can be an educational tool. If the public is going to be involved at all in personalized medicine, this is the first step in getting to personalized medicine.

· You need someone/something to interpret the complex genomic technology and information to come in the future. Family health history involves all of these complex factors and the Task Force is a group prepared to bring diverse stakeholders together to translate what genomic information means.

· Include the Task Force’s vision and mission statements and tie back to the concept of personalized medicine. 

· The Task Force connects to public health issues and family health history is a tool that is underutilized on a population level. Family health history is the first step in personalized medicine. 

· Family health history is currently the most economical tool that provides risk assessment on a personalized basis. We have Utah population specific data from the Health Family Tree project and Utah Population Database so we should capitalize on these!

· Task Force could be the first step in bringing together necessary partners and biotech companies to make personalized medicine in Utah a reality. Need to stress in the letter and fact sheet how the Task Force connects to personalized medicine.

· An example – the Health Family Tree tool provides risk assessment and can help bridge research with actual practice. Family health history is the way to bridge this gap and apply personalized medicine to people’s lives.

· Family health history is a genomics tool. Collecting family health history information collects epidemiological, behavioral, etc information that is critical to understanding how gene-environment interactions work.

· Genomics is just one piece of the puzzle when it comes to health and disease. Family health history is a way to combine and understand the complex factors such as genetic, environment, behavior, and social. The Task Force is used to bringing together the necessary stakeholders to translate these issues, understand how to interpret this information, and resources.

· Use quotes from CDC and NEJM articles.

· Structure fact sheet/letter into three parts: 1) personalized medicine 2) family health history 3) Task Force.

· Wrap up and next meeting: July 12, 2007 from 2:30-4 pm in room 125 at the Utah Department of Health. Teleconference line available. Dial (801) 521-5399 or 1-800-350-0593.
· Karlee Adams will send a meeting reminder while Jenny is on maternity leave. Karlee’s contact information is karleeadams@utah.gov if anyone has questions. 
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