Genetics Advisory Committee Meeting
November 16, 2006

NEXT MEETING: January 18, 2006
	IN ATTENDANCE:  Fay Keune, Rebecca Giles, Jenny Johnson, Ted Adams, Holly Williams, Marc Williams, Dave Viskochil, Ross Hightower, Harper Randall, 
ABSENT:  Jeff Botkin, Joe Jarvis, Joyce Dolcourt, George Delavan, Lorenzo Botto, Trish McKenna-Clark, Ware Branch, Rebecca Anderson, Marcia Feldkamp, LaDene Larsen, Vickie Venne

Meeting called to order at 11:45 a.m.

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes & Review of Previous Assignments

Newborn Screening Advisory Committee

Chronic Disease Genomics Advisory Committee

By-laws discussion

Family History

Next Meeting
	Rebecca Giles

Marc Williams

Ted Adams

Dave Viskochil

Rebecca Giles


	The minutes from the last GAC meeting were moved on approval.

The Utah Medical Association has drafted a letter of support for the Birth Defects Network funding. *GAC still needs to draft a letter to send to UDOH in support of this project. 

*Rebecca Giles will request additional copies of the MOST GENE family history tool as well as more information on its development and testing. 

The NBS AC meeting was cancelled and will be rescheduled in January. Fay said we are still getting our feet on the ground with regards to the expanded newborn screening. The cystic fibrosis (CF) test will have to wait until next year to possibly be added to the NBS panel because we have missed the deadline for setting kit costs. Fay also said she is still having some minor problems with the lab (software system) not meeting deadlines and has a January deadline to get the problems solved. 

The GAC asked *Fay to present a template on follow up data from the NBS in the January meeting. Then in the 2nd meeting of 2007, *Fay will bring actual statistics for review (i.e. false positives, true positives, etc). Fay also told of a story of a boy with CAH who has gone through the NBS follow up process as one successful example of the expanded NBS panel. 

Fay said the Utah specific ACT sheets are currently under review. She has asked for feedback by the end of November. 

Primary Children’s may stop giving out formula for infants with metabolic disorders like PKU. Fay wondered if this would be an issue/responsibility the NBS AC should undertake. There are implications for UDOH budget if a bid has to be sent out to cover costs of the formula. Marc Williams suggested figuring out the actual costs for nutritional formula for those with metabolic disorders. GAC could then send a letter to UDOH asking for funding for this. UDOH budgets are written in May so this would need to be on the agenda for the spring GAC meeting. 

Ted Adams presented GAC with a copy of the Utah Genomics Plan. The plan was a combination of the six goals drafted by the CDG AC and the Family Health History Taskforce. Rebecca Giles and Jenny Johnson are now working on background and implementation sections of the plan. The plan is available at http://health.utah.gov/genomics or by contacting Rebecca Giles or Jenny Johnson. The CDG AC will now meet twice a year and serve as advisors in implementing the plan. They are drafting a work plan grid that will guide implementation of the strategies in the plan (includes sources of funding, who should be involved, timeline, etc). 

Dave Viskochil suggested that an ad-hoc committee of 5 members be formed to draft the GAC by-laws. Then the GAC will review the draft and make revisions before final approval. *UDOH staff will draft the by-laws (Rebecca Giles, Jenny Johnson, Holly Williams).

The Chronic Disease Genomics Program has revised their Family Health History Toolkits based upon feedback from some focus groups. Each member present received a toolkit. They are available at http://health.utah.gov/genomics. The program is also sponsoring the “Tell Us Your Story!” contest to encourage families to collect their family health history over the holidays and then share their experience with the program. We hope to use these stories in media and other promotional activities. In addition, four classes on family health history will be taught at the Family History Library in Downtown Salt Lake during November (this was at the request of the library staff). 

Ross Hightower suggested getting articles on the family history activities in the Utah Medical Association newsletters. *He has a contact at UMA and Intermountain Pediatric Society which he will give to Rebecca or Jenny. 
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