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Welcome—Dr. Bader

Dr. Bader was standing in for Dr. Escobar and welcomed everyone.  She mentioned that there were some last minute changes to the June meeting minutes.  Holly Heindselman said she had changed the wording of the fourth bullet point, but that it had the same sort of comment, and she also fixed a few typos.  Dr. Bader suggested that everyone check to make sure they have the most recent version.  
There was a motion to approve meeting minutes from June 11, 2014, which was seconded and approved.
Introductions/Genetics Clinics’ Updates:
Dr. Zunich:  (Not present.)

Dr. Hainline:  There are two things he would like to let everyone know about.  First of all, Dr. Stephanie Ware is a cardiovascular geneticist who has joined their genetics department.  She has joined the cardiovascular clinic with Melissa Lah.  They are trying to develop the clinic with regard to NICU patients coming to the clinic within the first day or two of life for a quick evaluation before surgeries.  Before the consults, we advise patients to call the office to be seen by Dr. Lah or Dr. Ware.  This is going to become a very large system once it gets going.  Missy is currently on maternity leave but once she returns in January this will get going and they are actively seeing patients.  They are strongly encouraging the newborn colleagues to see those patients.  There are probably many patients with cardiac malformations that have never seen a geneticist.  This extends into the adult population with cardiomyopathies.  Work has begun in terms of looking at the possibility of adding SCID to the Indiana panel.  They are planning on working with departments to establish similar procedures as what exists with CF where there are CF clinics and diagnosing labs for sweat tests.  What kinds of evaluations are needed for complex cells and immune cells with the right kind of technology to be able to screen and diagnose SCID?  (Dr. Bader added that the Indiana State Medical Association brought it up in a meeting about a proposal for their support for adding SCIDS.)  There will be difficulty following up the kids who have SCID and getting access to appropriate services.
ISDH:  ISDH has been unable to find a genetic counselor to fill the Genomics and Cystic Fibrosis Director position yet. They are looking at the possibility of contracting our the CF follow up portion of the program in the next grant cycle.
Kristyne Stone:  (Not present.)

Lola Cook:  (Not present.)

Melissa Dempsey:  (Not present.)

Chris Roberson:  At the end of June, they completed the 5th year of the Sickle Safe program.  They are now including patients up to 5 years old.  They have two MPH follow-up coordinators.  They have been working on three papers; one has been published (about noninvasive buccal swab testing), another is pending (an evaluation of an adherence scale), and another is being completed (about evaluating the effectiveness of newborn screening).  

Dr. Shapiro: She said that that paper was pretty complete and did not have anything else to add to Chris Roberson’s updates.

Dr. Ammous:  They have about 180 new patients.  The clinic just celebrated their first anniversary.  About 56% of their patients are Amish Mennonite.  About 51% are uninsured (without Medicaid).  They are also offering a monthly clinic in Fort Wayne for Allen and Adams counties.  They are working on creating a second physician position.  They are also starting to identify disorders that are more common in Amish and Mennonite populations, which are very specific to these populations.

David Weaver:  (Not present.)

Luis Escobar:  (Not present.)

Glen Bingle:  (Not present.)

Stephanie Cohen:  She said that they are kind of in a holding pattern.  The number of patients has increased.  They want increased Medicaid coverage because Medicaid is not reimbursing a lot of genetic tests that cost only a few hundred dollars in favor of a colonoscopy (or other diagnostic tests) that are much more expensive and invasive.  (It was mentioned that the only genetic test covered by Medicaid is BRCA2.)

Nicole Gill:  She mentioned that everything is going well but that they were having issues with Medicaid not covering genetic counseling or testing of their patients.  Also, if the lab doesn’t accept Medicaid, then they are having a hard time getting those kids tested.  Other than that, they have stayed pretty steady with the number of patients they are seeing overall.  The basic cancer patients have increased, however, because of Cigna requiring genetic counseling.
(Dr. Bader pointed out that it seems like more time is being spent on trying to get access to appropriate services but that a large number of patients are still being seen.)
EHDI/CDHEE:
Molly Pope:  She is the Lead Regional Consultant for the EHDI Program.  Two other consultants are in a meeting with the CDC in Atlanta.  She presented a brief overview of EHDI as well as current statistics on hearing screening.  (See presentation for details.)  Details that she pointed out that were not included in the slides were that:

· For children who do not pass the screen, about 80% of hospitals refer the child to an audiologist themselves, while the remainder rely on the pediatrician to refer the patient.

· They had started out with about 7 part time consultants around the state as liaisons between hospitals and ISDH since 2001.  They also have parent consultants which are helpful because they can talk to other parents in ways that professionals cannot.

· The EI (early intervention) portion of the CDHHE is covered by FERPA, but EHDI is covered by HIPAA, so it’s difficult to get the most accurate information to the CDC.
· Younger families are less responsive to phone calls, so they are thinking about innovative ways to contact these families, such as via text message.

Dr. Bader asked if EHDI has any services for parents who are deaf and raising children with normal hearing.  Molly suggested contacting the Center for the Deaf and Hard of Hearing Education (Gayla Hutsell) since this is outside of EHDI’s scope.

Need to Restructure/Needs Once Subcommittees Are Reorganized:
A questionnaire had been sent around to get a feel for thoughts about a need to restructure.  (See presentation for details.)  
· How active is IGAC?  How active should IGAC be?

· IGAC activities have slowed down with time.

· In order for IGAC to be effective, it needs to be organized.  This meeting should involve the review of membership and structures that are currently needed within the organization.

· IGAC bylaws and structure:
· Bylaws state that each member should be serving on a subcommittee.

· Membership subcommittees:

· Originally it was felt that a smaller size was appropriate (33-35 members).

· IGAC will continue to search for a subcommittee chairman and co-chair to contact people directly to discuss their participation, interest, and involvement as well as recruitment of vacant seats and proposal of new members.
· IGAC goals:
· One goal is to improve access to genetic care services (with appropriate standard of care).

· A reimbursement committee would work on ways to improve reimbursement by insurance companies and Medicaid for genetic services and testing.  
· Another goal is to use the Birth Defects Registry to review current data and work on ways to make it more available to the public and health care providers.  

· They would also like support for a FASD Prevention Task force, perhaps with the Indiana Perinatal Network.  Dr. Bader was the last chairman of the FAS Prevention Task Force but support seems to have dissolved with staff turnover.
· They would like to work on and send out a newsletter to disseminate education and information on genetic issues and current committee work.

· Another goal is improvement in lost to follow-up in newborn screening.
· Suggestions should be sent to Dr. Escobar at lfescoba@stvincent.org

Update of Contact Information and Discussion of Future Topics:
Dr. Escobar will be contacting members individually to discuss their interests and motivation to serve in the committee, establish the structure, and begin to do the work.
Future Meeting Date.
The next meeting will be held in April 2015.  A Doodle Poll will be sent out to determine dates and topics for the next meeting.
The Committee moved to adjourn the meeting, which was approved without dissent.  
