Genetics Advisory Committee Meeting
April 19, 2007

NEXT MEETING: July 19, 2007
	IN ATTENDANCE:  Dave Viskochil, Fay Keune, George Delavan, Harper Randall, Holly Williams, Jeffrey Botkin, Jenny Johnson, Joyce Dolcourt, Nancy Rose, Rebecca Giles, Stephen McDonald, Vickie Venne, Ross Hightower (sent in comments and vote via email prior to meeting)
ABSENT:  Celeste Kennedy, Jill Vicory, Joe Jarvis, LaDene Larsen, Marc Williams, Rebecca Anderson, Ross Hightower, Ted Adams, Sen. Peter Knudsen, Rep. Rebecca Lockhart, Ware Branch

Meeting called to order at 11:30 a.m.

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes & Review of Previous Assignments

Newborn Screening Committee

Newborn Screening Data Review

Chronic Disease Genomics Committee

By-laws Discussion and Final Approval

Plan for Updating the Utah State Genetics Plan

Birth Defects Network Update

Next Meeting
	Dave Viskochil

Jeffrey Botkin

Fay Keune

Rebecca Giles

Dave Viskochil and Rebecca Giles

George Delavan

Marcia Feldkamp


	The November 2006 and January 2007 meeting minutes were approved. Welcomed Nancy Rose from LDS Hospital to the committee. 

Discussions on cystic fibrosis testing are still underway. The NBS Committee has looked at the criteria for new tests and CF meets these criteria. What modality to use is still under question and discussion by the NBS Committee. It will probably be best to do the sweat tests in Salt Lake City and for those living in Southern Utah, the tests would be done in Las Vegas, NV. Residual samples are also another topic for discussion at the next meeting in August. Harper Randall and Dave Viskochil have suggested that the NBS Committee look at developing or adopting a protocol for reassessing the newborn screening tests periodically. It was also suggested that the NBS Committee look at whether false positive rates are comparable to national rates.

Fay provided two handouts on the newborn screening outcomes for 2005 and 2006. The data is presented by all possible disorders that could be detected. There is still some outstanding data for 2006 because it won’t be available until May. Fay will incorporate this new data once it is available. Harper Randall would like GAC to evaluate whether tandem mass screening is effective (see NBS Committee update). Implications for families who test positive was also a concern. Jeffrey Botkin said he has recently submitted a grant to HRSA to learn more about these issues by providing some prenatal education and re-contacting families who have a false positive test result to learn what their experience was like and communication issues that need to be addressed.

Members of the Chronic Disease Genomics Committee (CDGC) continue to add action steps to their work plan to ensure implementation is achieved. GAC had previously asked the CDGC to determine ways of securing long-term funding for the UDOH Chronic Disease Genomics Program but the committee felt uncomfortable with this assignment. The committee is developing information about costs associated with each strategy in the work plan and will present that to GAC when completed. The next meeting will be held August 2.

Several members of the CDGC and Family Health History Task Force attended the Personalized Medicine in Utah conference. The Task Force was eager to encourage the Governor’s Office of Economic Development (sponsors of the conference) to promote family health history as a first tool to reaching personalized medicine. They would also like to be seen as one of the leaders in the state for moving this initiative forward. The CDGC supports the Task Force in these efforts and has asked GAC to approve a request to meet with the Governor’s Office of Economic Development to discuss their ideas. A letter would need to be drafted to Dave Viskochil who would then forward a letter of support to Dr. Sundwall recommending that this meeting be held. Rebecca Giles and Jenny Johnson will draft the letter and forward to Dave for review. They will also coordinate the meeting with Dr. Sundwall and the Governor’s Office of Economic Development*. 

The UDOH Chronic Disease Genomics Program submitted a research proposal to the CDC on April 10, 2007. Partners included the University of Utah Cardiovascular Genetics Research Clinic, Genetic Science Learning Center, and Brigham Young University. The three-year project would secure funding for implementing the Health Family Tree in Utah and Michigan high schools. Awardees will be notified in July.

Rebecca provided an overview of the changes made to the by-laws. There was some concern about needing to recruit new members for the GAC, particularly with legislative representatives. Suggestions for new members included Representative Paul Ray. New members would be formally invited to participate on GAC by Dr. Sundwall. Send suggestions for new members to Rebecca Giles*.

Rebecca received comments on the by-laws from several Committee members. Those present suggested additional changes including:

*At least a 7 person GAC. At least 5 members present to vote.

*Change Chair’s requirements to the following: “Chair will have advanced degree in medical genetics, bioethics, public health or other relevant field”.

*There was also discussion about whether to change the content area experts comprising each Committee. The by-laws currently reflect what is included in the Utah State Genetics Plan. UDOH staff will work on proposing changes to the Utah State Genetics Plan and will take this concern under consideration.

Those present also discussed whether the Transition Committee should remain a separate committee under GAC or if it would be more appropriate to have it under the CSHCN Medical Home Committee. Joyce Delcourt felt comfortable having the Transition Committee meet with the CSHCN Medical Home Committee. However, Vickie Venne was concerned that the genetics issues in transition care will get lost if not included in GAC as well. Genetics issues include consultations with genetic counselors, education with providers, etc. It would be best to have transition issues addressed in both the CSHCN Medical Home Committee and GAC. It was determined that the work of the Transition Committee be accomplished through the CSHCN Medical Home Committee and that this committee would give updates to GAC on their progress and activities. Transition issues will be kept in the Utah State Genetics Plan. Holly Williams and Harper Randall agreed to re-work the by-laws to reflect this change and send to Joyce Delcourt for review*. 

Rebecca will incorporate all of these changes into the by-laws and send to GAC members via email. A vote on the by-laws will be done via email prior to the July meeting*.

Due to lack of time for discussion, George Delavan suggested that UDOH staff meet and propose a list of changes/recommendations for updating the Utah State Genetics Plan*. These recommendations will then be discussed at upcoming GAC meetings. 

Letters of support for funding the Utah Birth Defects Network were greatly appreciated. After three years, $173,000 in supplemental funding was received from the legislature this year. Ongoing funding will be $100,000 less than what was asked for so the UBDN will only be able to do surveillance and not education. However, this ongoing funding will allow the UBDN to apply for federal grants to cover additional expenses.

The next meeting is scheduled for July 19, 2007, 11:30 am – 1 pm. The meeting will be held at 44 Medical Drive, Conference Rooms B-D. Please try to carpool (or walk if you are close) and remember to get parking permits at the front desk. 
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