NECPAD Board Meeting - May 6, 2010

Attendees:

Donna McGrath

Lynn Paolella

Beverly Patterson

Marie St. Claire

Kerri Simonelli

Hunter Rametta

Julie Johnston

The following items were discussed:

1) Necpad’s logo - Received Denise’s email and all the past logos to review.  David Paolella joined us by speaker phone @ Lynn’s house and gave his perspective as to what he saw in the logos.  He thought that the two colors should not be done.  Since the pronunciation is NEC PAD, putting the NE in one color didn’t make sense.  He also suggested that maybe the symbol we choose should be placed between the C & P or at the beginning or end but should be all in a straight line.  He thought that we should pick one or two of the logos we like and work from there.  He liked the one that looked like a person (two lines - one line going in each direction - with the circle in the middle.  He also liked the tree that looked like it had a cloud for a top (not the two trees filled in).  Some other suggestions were paper dolls, doodle sketches representing family and tree branches like a money tree possibly with the 2 initials of each state on the 6 branches. 

2) In regards to the conference 2011, it was suggested that the date be moved to May 21st due to possible conflicts of college kids moving home.  Lynn, Kerri, Hunter and Denise (from last conference call) agreed to do a subcommittee meeting before doing a conference call with Leslie who will coordinate the upcoming 2011 conference.  It was also suggested that possibly Providence, RI may be a great location for this conference.  Julie from the RI Hospital joined the call and she felt that possibly more people would attend or get involved if we held the conference in this area.    It was suggested that maybe Christine Brown from the NPKUA would be a great person to have at this conference.  Also, results of  the Bone Density Scan and the upcoming Maternal PKU Study were items of possible interest.  Lynn also stated that Tufts has the IRB and that the dental study is up and running again.  Another possible topic for the conference.  
3) Update for the PKU Summit was given by Donna.  There was no one from NORD to approach for the conference in regards to the Allied Disorders.  It was found out that NORD was in great financial trouble due to a change over in the accounting software and is about $282,000 in debt for items previously approved.  The home monitor may be available the first half of 2011.  Testing is currently going on and they’re hoping that they get the results needed in order to be able to go forward with the monitor.  The NPKUA is working on the Medical Foods Equity Act and need more cosponsors by July.  Information has been forwarded to the data base in regards to this.  

4) Oliver is working on possibly a July date for What’s New with PKU.  He will let us know the details. 
5) Sept. 25, 2010 has been chosen for the applefest day and December 5, 2010 was selected for the annual Christmas Party.  Lynn will confirm these days with Honey Pot and the United Church of Christ.  She will also make sure that we’re all set with Honey Pot as a $1,000 check has still not cleared.  Brandon, we would like to post these dates on the website.  Not sure if you have past flyers from Lynn or if Lynn could update them and send to Brandon for posting once the dates are confirmed that they are okay.  
6) No update on the annual budget to be done by Donna, Beverly & Denise.

7) Next scheduled conference call is Thursday, June 3, 2010 @ 8pm.  

