Hemophilia Advisory Board Meeting Minutes
Springfield Location: 201 South Grand Avenue East, 3" Floor Video-Conference Room
Chicago Location: 401 South Clinton, 7" Floor Video-Conference Room

Members Present:

Susan Gamerman, Bob Johnson, Mike Jones, Bobbie

Members Absent:

Kincaid, Kathy Prunty, Tess Rhoades, Bob Robinson, Cindy | McClure, Sydney Ross-Davis

Sgro, Mike Tarantino, Len Valentino, Erv Zander

Date: January 20, 2009

Mary Davis, Dave DuRoss, Greg Chaired: Bob Robinson

Convened: 2:00 PM
Adjourned: 3:30 PM

Guests:
Joy Mahurin
AGENDA DISCUSSION ACTION PERSON
RESP.
Structure for the | B. Robinson discussed with the group establishing a structure for our No action required
Meeting meetings. It was agreed that for now B. Robinson will work with Kathy
Prunty to set the agenda, prepare minutes and oversee the meetings.
Old Business B. Robinson discussed three open issues. The first was reiterating the B. Robinson will continue to
importance of each member completing the state required ethics training. follow-up with Governor’s
The second was that a nomination has been submitted to the Governor’s office on nomination
office for the consumer seat. Taylor Eshleman, a young woman with a
bleeding disorder, will be joining the group at the next meeting. We are Board will submit bios to B.
waiting on confirmation from the Governor’s office. Finally, Board Robinson for compilation
members have been asked to submit a short biography to B. Robinson,
This information will be compiled to share with all members and to
introduce the rest of the Illinois bleeding disorder community to the seated
members of the Board through the HFI web site.
State The Board discussed the development of the report. It was decided that B. Robinson will put out a B. Robinson
Hemophilia the best plan of action was to appoint a sub-committee to work on a draft request for sub-committee
Report of this report. Participation will be solicited. This sub-committee will participation
develop a workplan and report back to the Board at the next meeting.
FY 2010 Budget | The Board discussed with the staff the development of the budget for FY Staff will communicate budget | K. Prunty

Issues

2010. The staff was uncertain of the process but agreed to communicate
proposed levels of funding with the Illinois bleeding disorder community
so that we can all advocate for adequate funding during these tough
economic conditions. The Illinois bleeding disorder community is
planning to visit Springfield in March and this will be a key discussion
point for this group.

request to B. Robinson




Public System of
Care for People
with Bleeding
Disorders

There was an open discussion about this Board working to develop a flow
chart of how all public health components work together to support people
with bleeding disorders. It is the desire of the group to outline this in order
to make it easy for consumers and also to insure that public resources are
being used effectively to support our population.

The staff supported this discussion and has asked that the Board members
engage in a discussion as to what else the State Hemophilia Program can
do for participants. This will be explored at future meeting.

Continued discussion

Regular
Schedule for
Factor Pricing

B. Robinson reported that there continues to be some problems with
pricing updates for Factor in Medicaid. He is working with DHS to
address the current questions but encouraged all involved in this group to

Continued discussion

Updates help advocate for a regular schedule for which prices are reviewed and

updated if necessary.
Meeting Meetings were set for April 21 at 2:00 and July 21 at 2:00. No action required
Schedule

Minutes submitted by: Bob Robinson, Executive Director
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