Hemophilia Advisory Board Meeting Minutes
Springfield Location: 607 E. Adams — 7" Floor Video-Conference Room
Chicago Location: 401 South Clinton, 7" Floor Video-Conference Room

Date: April 19, 2011
Chaired: Bob Robinson
Convened: 2:00 PM
Adjourned: 3:00 PM
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AGENDA DISCUSSION

Welcome and Introductions

A general welcome was provided and everyone was re-introduced.

Review & Accept Minutes from
1/18/11

The minutes from the January 18, 2011 meeting were presented. Those in attendance concurred that they accurately reflected
an overview of this meeting.

Ethics Training for Board
Appointees

Members were once again reminded that is an annual commitment. Members were urged to complete the responsibility for
2011. A link to this will be sent to all members — voting and non-voting.

State Program Update — Year-
to-Date Usage

Staff reported that an additional $3 million has been added to the program for the current fiscal year. The total appropriated is
now $14,597,100. The Board once again was updated on the process taken several years ago to fund the program as part of
overall HFS funding. This allows for easier transfers of funds when additional dollars are needed. It is anticipated that this will
not continue. The Legislature has indicated that it will not be doing any block funding in the coming fiscal year. They will
consider ever line item.

Federal Health Care Reform

The Board talked through a number of scenarios that may impact the future of the program. It was decided that there was not
enough information to develop a plan action on what may occur. Consensus was though that there may currently be insurance
policy possibilities for people enrolled on the State Program. We are going to take a look at what those programs are and
attempt to compare and contrast the costs/benefits of providing factor versus an insurance premium. We will report back on




these efforts at the July meeting. In addition, Cindy Sgro has agreed to look at other programs that may currently be providing
premium assistance for guidance in the development of rules/procedures. Finally, it was suggested that Mike Koetting be
invited to the July meeting to discuss reform and how it may impact the program for the future.

Updating the State Hemophilia
Board Report

It is our intention to have this report updated by the fall. We are going to look at the current report as a backbone and add
support for changes that we are recommending to keep the program strong as health care reform moves forward. Bob Robinson
is soliciting volunteers to help in this effort and asked members to spread the word.

Other Business

Dr. Valentino discussed the importance of trying to make dental insurance available to our population. He has agreed to present
several case examples of the high cost related to neglecting dental care. We will then use this information to develop a plan to
seek funding for a program like the once currently implemented in Indiana.

A nomination was made for the open consumer position. Bob Robinson will submit the paperwork for Joi Heirling to be
appointed to this position. Also, Eva Kraemer was hominated for one of the open non-voting positions. We discussed filling
the other open position with someone with health care reform experience and/or dental expertise.

The address for the meeting on the state web site is incorrect. This needs to be updated. Also — HFI will add information about
the meeting at www.hfi-il.org.

Meeting Schedule

The upcoming schedule for 2011 meetings is as follows:
July 19™, 2011 2pm
October 18", 2011

Minutes submitted by: Bob Robinson, Executive Director, Hemophilia Foundation of Illinois
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