Centre County Down Syndrome Society Meeting

March 19, 2008

Present were: Laura, Jaimie, John, Sara B, Sara A, Dave A, Lucy, Gregg, Fara, Kerri, Mike J, Kerry Benninghoff and Scott Conklin 
We began at 8:10 PM 

Gregg started by stating that we need to wrap up corporate fundraising by the end of the month for the Buddy Walk. 
He then spoke about the website and outreach committees. He found many wonderful, informative websites that have offered there resources to our page. These groups are more experienced, so "borrowing" from them is a huge help.

He spoke specifically about the National Down Syndrome Congress and the Kansas City Down Syndrome Group, who both have great materials. He mentioned KCDSG's newsletter, Inclusion Solutions, which is geared towards teachers who need assistance including kids with special needs. That group also has a magazine, New Beginnings, which shares many personal experiences, as well as good information. We also saw a letter, similar to Fara's 'My Name is Jackson...' pamphlet, letting parents at our children's  schools know a little bit more about our child. 

We also talked about having Janice Light, who has worked with many of our kids, make a video for our website. She has apparently done some amazing things with our children using computers. 

We discussed the threat of the new Quad-Screen having a greater accuracy in predicting Down Syndrome prenatally. It is already recorded that 92% of parents who find out they are going to have a child with DS abort. So, we feel it necessary to  get positive and realistic information to OB/GYN and other doctor's offices to help parents make an informed decision. We are going to get copies of the info. from the Orange County group and the Nat'l group who already do this. We talked about getting a room set up at one of our meetings to view an informative PowerPoint presentation put together by the NDSC. 

Gregg then talked about our non-profit status. We have 18 months from the time we declare ourselves a group to get this done, so we are good on that. We'll need an annual report to be recognized as non-profit. 

Kerri showed us some designs for CAR MAGNETS!! They are wonderful and we decided on the blue and yellow ones so that they would stick out. Gregg suggested that we add our website to them. We can get 500 at only 90-some (sorry, Kerri, I forget  exactly how much!) cents a magnet. Kerri also passed the TGI Friday fundraiser cards around. The date for that fundraiser is Wed., March 26th. 

****** Gregg saw many sites that had essays and artwork from children/teens with Down Syndrome. We feel that this would be a great addition to our page. If some of the parents of older kids could talk to them about writing something or creating some artwork, we would LOVE to see it on our webpage. This will show just what our kids are capable of! Send pictures of your child with the essay/artwork so that people can see their beautiful faces, too!******

John and I discussed the Spikes fundraiser. I had sent out a form for everyone to print off to sell tickets. We can start selling anytime and will get the tickets after they are sold. Fara suggested getting some receipts from Wal-Mart or somewhere, incase you didn't know the people you are selling to so that you can give them your contact info. That way they just don't feel as though they are giving you money for nothing.  

We then spoke with Scott Conklin and Kerry Benninghoff about our letters regarding Early Intervention and cutting therapy  services. Jaimie expressed that she felt the key to making officials understand our situation was to help them to understand the benefits of services. We need to make them aware of specific examples in which our children's development was drastically improved due to therapy. Jaimie spoke personally about the work that Emma's PT, JoAnn, put into helping her crawl and stand. If she had not had these therapies twice a week, Jaimie and Luke would not have known how to help Emma do this. 

Kerry and Scott both expressed that they hadn't heard much, or anything, about the issue and they wanted to look further into it. Kerri mentioned that she had heard that the government was trying to shift Early Intervention from Welfare to Education and that may be the cause for the possible change. But, we feel the need to explain that because of the work these therapists have done with our kids, our children have been developing at pace which would not be possible without the services. Personal experiences are important. 

Dave A. spoke about a parent in Minneapolis whose child's services were taken away and her child's development regressed a full year before the mother started dipping into her own savings to hire therapists. We agreed that most parents wouldn't know where to begin to look or what to look for, not to mention being unable to afford this. 

Scott Conklin said he had just been to many hours of meetings and hadn't heard any bills in appropriations or education stating  that funding would be cut. Kerry mentioned that funding is always proposed to be cut places and that representatives (and  regular people) need to fight for what is important. 

We discussed getting in contact with the Autism Awareness groups, as well as other groups for children with special needs.

Kerry was wondering if this issue was a budget or a policy issue. This is important so that we know who to contact and try to appeal to. Kerry was going to check on if this was a restructuring situation and who was involved. He wanted to know if this was happening independent of the budget. Scott then talked about the move a few years ago from countywide to regional services. He suggested we speak with Carol Waltz, who is the head of MH/MR. He thought she'd be cooperative with us.

Both Kerry and Scott were very helpful and we were glad to have them at our meeting and look forward to having them on our side in the future.

Dave A. then took over notes, as John and I had to leave. These are his notes for the rest of the meeting...

Mike J. discussed the Buddy Walk - the Buddy Walk committee is  meeting every two weeks; the next meeting is Friday, March 28, 7 pm  at Mount Nittany Medical Center, conference room 3. Kerri W. will be organizing a silent auction at the Walk - we will be  auctioning off tickets, items, and services. If anyone has something  that we could enter in the silent auction, please let Kerri know. We are talking to two radio companies about sponsoring/advertising/  emceeing the Walk: Forever Broadcasting (the Bus and other local  stations) and 3WZ. Forever Broadcasting may want to limit our radio  advertising to their stations; we still want to be able to run PSA's  anywhere. 

Our cutoff date for corporate sponsors who want their logo on all of  our materials is March 28. We will still accept donations after that  but logos might not make it on t-shirts, etc. The online registration and donation forms should be active soon. 

We need: A volunteer coordinator to supervise and organize the shifts of  volunteers. Mike has already put a schedule of our needs together. Canopies etc. - the more we can use, the less we will have to rent. Entertainment from 2-4 (The Bellefonte Community Band will be  playing from 1-2 or so) Items for the silent auction (see above).

