Genetics Advisory Committee Meeting
May 1, 2006

NEXT MEETING: July 20, 2006
	IN ATTENDANCE: Lynn Martinez, Fay Keune, Vickie Venne, Ted Adams, Rebecca Anderson, Marc Williams, Joyce Dolcourt, Rebecca Giles, Holly Balken, Jeffrey Botkin, David Visckochil

ABSENT: George Delavan

Meeting called to order at 11:42 a.m.

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes

Committee By-Laws

Newborn Screening Committee

Chronic Disease Committee

Next Meeting


	Dave Viskochil

Lynn Martinez

Rebecca Anderson/

Fay Keune

Ted Adams

Dave Viskochil
	From last meeting we wanted to hear Joyce’s opinion about public awareness campaign.  Joyce hasn’t heard anything and nothing is going on because there isn’t funding.  March of Dimes isn’t picking it up either. At the last meeting, Dr. Delavan brought up how important public education is.  As a committee, do we think this is a priority, and if so, what recommendation should we make to the Department.  We could make a claim that plain education about responding to letters when people receive them seems important and improves the program.  Education is a very important issue that came up clearly during the CF screening discussion concerning false-positives and the identifying of carriers.  All the states that have expanded newborn screening don’t have funding to do education either and this may be an opportunity for Mountain States to do education. This may be a bigger issue across the region.  

The point came up that maybe the committee could add some questions concerning screening to the Pregnancy Risk Assessment Monitoring System (PRAMS).  This is a national survey that asks about exposures and education during pregnancy.  Results are available on the Department’s website.  It may not cost much to add a question in the PRAMS.  

*Rebecca Giles will check into PRAMS and will report at the next meeting how we could use PRAMS fir these purposes.

Lynn made an announcement that she is decreasing the amount of genetic work she is doing.  Dr. Delavan asked Rebecca Giles, who is manager of Public Health Genomics Program and Asthma Program, to replace Lynn and take over as GAC coordinator.
Lynn discussed the Guidelines for GAC Standing Committees.  Joe Jarvis will be leaving as chair of the NBS Advisory Committee.  Lynn looked at other committees and found that others didn’t have by-laws either.  Want committee members to look at by-laws and provide comments of what needs to be added, deleted or included and get those back to Lynn. 

*Committee is asked to take by-laws with you and send comments to Lynn through Jenny Stark at jennystark@utah.gov
*Lynn will talk to Gina to see if they have by-laws for the Medical Home project.

The language is different on the guidelines between subcommittee and standing committees.  At the next meeting we’ll review language about committees or subcommittees. 

GAC is an appointed committee by the executive director, subcommittees are made up of some of the members of GAC and other outside parties are invited to participate on various subcommittees, such as experts and family advocates.

*Jeff Botkin will look at exclusion language for a committee chair.  
Rebecca Anderson reported that Dr. Barbara Chatfield and Dr. Marc Williams presented last meeting on including CF on our newborn screening panel.  The next NBS committee meeting will be on May 15 and Benjamin Wilfond from the NIH to present some of the issues dealing with CF screening.  He will present via video conference.  CF is the main point of topic right now, and quality assurance is the secondary topic that Dr. Jarvis is interested in.  Joe is willing to support the committee until another is elected.

Fay reported that tandem mass started January 1, and CAH started February 24 and is turning out to be a challenge.  All orders are sent to ARUP manually.  ARUP is running the first batch of biotinedase today (5/1).  About 20-25 kids are manually run per week.  Fay is the person to get feedback from doctors but she hasn’t had much feedback.  NBS Program still waiting on fact sheets.  Have had two families ask why we are doing the testing because it is so rare.  Have had 3 false positives- 1 of the 3 has responded to be retested.  Physicians can’t track them down either.  UDOH has sent certified letters and still haven’t been able to get a hold of the families. Have had 3 PKU’s, 1 S-Cad, and 1 other among the amino acids.  Have identified and confirmed 3 kids with CAH.  One problem identified is abnormal CAH is found among premature babies because they are under 15 grams.

Jeff Botkin reported on a few small projects.  One project is a pilot for a registry and surveillance system.  The registry to be a development project wasn’t funded and will continue with smaller projects.  A project that is on-going with Marzia at ARUP is the analysis of stored bloodspots.  The project is almost one year old and will be published after a 2 year study that looks at different storage conditions.  The other project is through a two-year contract with HRSA to look at the efficacy of prenatal education about newborn screening and the satisfaction of communication with healthcare providers of those positive with screens. He’ll evaluate the old brochures and the new brochures and the differences, as well as the prenatal piece.

Ted reported on the Chronic Disease Committee and mentioned that at the last GAC meeting the committees’ workplan was presented, consisting of six goals.  A seventh goal was proposed but several committee members expressed concerns so that goal was not presented to GAC.  Goal 7 involved developing a new population/health database.  Committee met 2 months ago and held a discussion with Geri Mineau from the Utah Population database and Dr. Lisa Cannon-Albright.  The Committee is looking at revising goal 7.  

Rebecca & Jenny have been working on goal number 3, which is to improve method and use of family history collection to primary care providers. Rebecca & Jenny thought to invite other parties to a meeting about the statewide use of family health histories.  About 30 people met and came up with a vision statement:  “Family History, Utah’s Way”.  The group also developed a 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.”  Subcommittees were formed and will meet independently and report back to the main group, now designated as the Family Health History Taskforce (FHHTF).  

The main activities of the FHHTF subcommittees are: 1) Public Awareness - first meeting on 05/02, they will plan coordinated public awareness activities for the Fall of 2006; 2) Clinical Applications - met 04/25 and began planning a pilot project using Health Family Tree, they will evaluate physicians perception and use of the tool, does it change management of patients & whether patients will make changes; and 3) Methodology & Research Group- explore and discuss possibility of developing model database.

It’s important for genetic counseling students to be involved in community.  This group should have Bonnie Baty involved and it would good to have genetic counseling involved.

*Rebecca Giles will contact Bonnie Baty to discuss scope of Family History model for genetic counseling students and will also include Janet Williams in that contact.

Years ago Mountain States created a tool for providers to use with family history.  It was a protocol approach to what to do when you get a yes on family history.  It was a template that many people liked.  

*Rebecca can contact Joyce Hooker about it; she will forward it to Janet as well.   

Some find it unclear of who has the final say or sign-off on content for Department websites.  It’s program by program and there are content managers in each program and a public information office also reviews websites.  Rebecca Giles is the content manager for her program.  

* Ted and their group have put together documents for an advisory committee for future projects of the electronic Health Family Tree; he will send those documents to Marc & Janet Williams.

The committee was looking to meet every 4th Monday of each quarter.  The committee will look into moving the meeting to Tuesday, Wednesday, or Thursday.  We will need to look at Dr. Delavan’s schedule.  The next meeting will be in July. 

*Lynn will email Dr. Delavan concerning his schedule and availability to change the meeting to Thursday’s.  Lynn will then email Jenny.

*Jenny will email the committee.

Next meeting- Thursday, July 20 @ 11:30 – 1:00, rm. 101 at Cannon Bldg.
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