

EXHIBIT C
STAFF NOTES
WORK GROUP ON SICKLE CELL DISEASE 
MONDAY, FEBRUARY 8, 2016
____________________________________________________________________________________
The Work Group on Sickle Cell Disease met on Monday, February 8, 2016 at 10:30 A.M. in Room 130 of the State Capitol in Little Rock, Arkansas.  The following members attended: Senator Stephanie Flowers, Dr. Rhonda Mattox,     Ms. Michelle Murtha, Ms. Patricia Purifoy, and Dr. Michelle Smith. 
Other Legislator in attendance: Senator Keith Ingram
Opening Remarks by Senator Stephanie Flowers
Senator Flowers called the meeting to order and thanked everyone in attendance.  The work group discussed recommendations of legislation for 2017 to be presented to the Health Reform Task Force. 
Review of Staff Notes of October 5, 2015 [Exhibit C]
The staff notes from the October 5, 2015 meeting of the Legislative Task Force on Sickle Cell Disease were reviewed. No action necessary. 
Review of Act 1009 of 2014 [Exhibit D]
Senator Flowers stated that the Task Force has exceeded its time; it was agreed upon in October that the meetings would continue on a voluntary basis as a Work Group.  All in attendance agreed. 
Discussion on Goals and Objective [Handout #1]
The following items were discussed:
· Handout #1 lists the revised recommendations of the work group as of October 2015.  These recommendations were compiled from meetings dating back to the initiation of the Task Force.  The first items discussed were the comprehensive center “hub” and 24/7 call system.  Senator Flowers noted that University of Arkansas for Medical Sciences (UAMS) has provided a brochure where they have organized a “hub”.  Senator Flowers also stated that it seems like the hub is in place, although there is no knowledge if there is a 24/7 call system specifically for sickle cell.  This item is close to being accomplished.  

· The comprehensive sickle cell program is needed for education and awareness where children and adults can receive care and case management regardless of where they live.  Senator Flowers stated that a call system would further that goal.  She also stated that she spoke with Dr. Simmie Armstrong of Jefferson Regional Medical Center located in Pine Bluff, AR.  Dr. Armstrong has developed a protocol for individuals who come into the ER to determine if they have Sickle Cell and developed a follow through process of care for these patients.  Senator Flowers would like to invite him to a future work group meeting to discuss his perspective on treatment and care.       
                        
· Referring to Handout #1, the third recommendation is to locate these comprehensive centers in areas with a high concentration of sickle cell patients.  Ms. Michelle Murtha stated she remembers that UAMS wanted to identify providers that are treating sickle cell patients.  She recalls UAMS sending out a survey and about 60 providers responded.  The goal of UAMS is to educate providers in order to treat patients in their own areas.  Ms. Murtha also stated that Medicaid can pull the claims in order to identify the location of providers. 
Senator Flowers requested that Ms. Bell contact Cherry Duckett on the status of identifying providers from UAMS & Arkansas Children’s Hospital.
· The next recommendation discussed was the Medicaid program.  The program currently imposes a limit of six medications per month.  Most patients aren’t aware that they can request a prior authorization or “waiver” so that they may receive all of their medications, stated Dr. Mattox.  The work group would like to determine the most effective way to get this information out to patients. It was noted that Hypertension and Diabetes are common issues for patients with Sickle Cell Disease and they typically require more than six medications per month.

· The work group discussed educational outreach as recommendation #5.  Ms. Patricia Purifoy stated that one issue is awareness.  She stated that some parents do not understand that both parents having the sickle cell trait puts their child at high risk for being positive for Sickle Cell Disease.  Senator Flowers asked whether UAMS or Arkansas Children’s Hospital has a video for patient education and whether there is funding available to do video presentations in effort to saturate information into the community.


· Senator Flowers requested information as to whether the current funding that UAMS received to produce the Sickle Cell pamphlets can also be used for research assistants to support principal investigators as recommendation #8 inquires. 
It was stated that the Sickle Cell Disease Association of America has videos on their website.  Senator Flowers requested that Ms. Bell look into ordering these videos for distribution.  www.sicklecelldisease.org
· Ms. Patricia Purifoy suggested that we contact Ms. Paula Smith, school nurse consultant, to distribute information to school nurses.  The school district hosts an educational meeting in August where they cover information for the nurses to prepare for the year.  This effort could satisfy recommendation #10 to use schools to reach pre-teens for education about the sickle cell trait and its implication for their lives.  

· Item #12 recommends obtaining a free standing structure to serve as a sickle cell clinic.  Ms. Murtha remembers UAMS having the space and land to have a free-standing Sickle Cell Disease clinic.  There was no funding to build the center as of the last discussion. 

· Senator Flowers stated that one reference for #9 on Act 1009 of 2014 is Cherry Duckett as representation for UAMS Sickle Cell Clinic work group.  # 10 on the legislation, a patient suffering from Sickle Cell Disease, is also in need of a representative.
As a future goal, the work group would like to see a doctor and nurse practitioner identify concerns of the providers.  Dr. Rhonda Mattox suggested meeting during the Arkansas Medical, Dental, and Pharmacist Association, statewide conference in June; maybe policy maker and doctor to have a panel on sickle cell disease.  
The meeting was adjourned until the next scheduled meeting for April 4, 2016, at 10:30 A.M. 

