Minutes CCDSS April 7, 2010

Rocky

Krista

David

Fara

Jaimie

Gregg

1. Minutes from 1-20-10 meeting circulated, approved unanimously

2. Buddy walk – 6 months out.
Good thing is that we have a place to do it (Spikes stadium)

The information was included in the Inclusion Solutions newsletter that goes out to all school districts.

At any rate we need a BW committee.  Lisa is going to be involved.  David will do it, and Lucy too.   

Maybe also start out with an email to find out if anyone might want to help out and be part of the committee.  
Lucy will get in touch with the Spikes people and start things up with that.

We can arrange whatever walk we want – can be around Beaver stadium if you want or can stay within the Spikes stadium.  If we go on public streets is it a safety issue?  Or is the publicity you get from walking on the sidewalks worth it? 

Perhaps volunteers to serve as crossing guards.

All the facilities available  - bathrooms, kitchens, though we have to bring our own food. Last year it was Harrison’s, and Gregg thinks it would be something they would be willing to do again.
Jaimie – as far as the raffle and stuff first, and then have that first with the walk afterward.  Silent auction worked well, but perhaps not the raffle.  Jaimie will help with that stuff.  Another thing that could use the volunteers would be this one, so that Jaimie could have some help with that.

We also could try to see if NSSHLA volunteers could sell raffle tickets so that we broaden the potential pool of buyers outside of friends of CCDSS people.
May need volunteers for activities.  Wont need to haul in all the tables, depending on number of attendees.  Access to scoreboard screen if we want to run videos, movies, powerpoint of sponsor logos…
Date is October 2.  First/only nonfootball weekend of that time.  David and Lucy will meet with Scott to hammer out these details.
3. Social committee

Gregg would like to see if we can put together a committee to work on a monthly social event rather than us trying to arrange it during the meeting.  Social activity committee to take this responsibility over.
Mention in an email to the group to see if anyone would be interested in being part of this committee.  Budgeted for this already, so not a problem.
Fara – ice skating, meeting at a park.  
David – a lot of these gatherings end up being a lot of work and people get burned out.  Some people would be willing to do different things, and could be dynamic depending on who is willing to do stuff.  
Possibility of Sarah being asked if she could do a barbeque in May, give us a little lead time to get the summer outings to the Spikes organized.
Knoebels and DelGrosso’s brought up as possible outings as well.
Kidsfest – kids crafts as part of it.  We could either have families volunteer to do things like sand art, or putting together a simple craft.  Would have to talk to the Kidsfest people – how hard is it to get involved in this.  Central Parklet has booths that are free with crafts etc.  Fara volunteers to find out if this is even feasible. Another activity that volunteers could help with, particularly older kids with Down Syndrome who might be able to man or woman the table.
4. Still looking for other ideas for activities that we can fund.
4a. Swimming
There is an adapted aquatics program at the Y.  Both current sessions are full and have a waiting list.  Current session is through May 1. Basically it’s low ratio instructor to student, any age special needs.  For 2 months cost is 56$ for members and 88$ for nonmembers.

Do people sign up individually and we would reimburse, or are we going to request a CCDSS-specific program.  David is waiting to hear back.


Rocky is working on a committee at the Y to have a special needs program that will allow families to network and children to have fun, elementary age students in the centre region.  Still in the formulation stage, swimming component and a part in the gym.  Not a drop off but would be for families.  They are going to be doing the needs assessment to see what kinds of families would take advantage of this.  Dan McKenna is spearheading.
One of the ideas was to have college-aged students to volunteer, which could help with the kids as well as with the siblings such as younger children or babies.  Kathleen at Easter Seals has also been working on similar thing – partner up with the Y to provide this service. Getting the Y to expand the swimming lesson type program to be more expansive.
Back to whether or not to support families who want to take part in the weekly swimming lessons (first point above).  If 10-12 people sign up and all are nonmembers, would we be willing to support that?  
Vote on funding swimming program – all in favor – 5 votes .
David will find out when the next class will open up, and if there is a blurb that we could copy and forward to our folks.
4b. Challenger baseball.  
18 kids signed up.  Gregg ask Fara to send out an email to ask people to remember about it. 


Fara – you can start whenever you want.

Gregg- send out one more reminder email, to get in any stragglers.
4c. Bowling to try to get the older children and families   

Krista will check in to see how to arrange something that might appeal to a teenager group, use that as an entrée into getting activities that might get those folks more involved.  See below for more.
5. Self-advocacy 
Discussion of whether we want to involve self-advocacy, and in what form.  “Self advocacy committee”  who could help us with the issues of importance of older people and the perspectives of later transitioning.  Where they could even rotate who comes to the meetings and provide us with feedback.
How do we proceed with this?  First, send an email saying we’re seeking the opinion of teenagers and young adults as to how we can serve them better.  Serve them pizza, like a small focus group.
Fara – prior to the next board meeting, do this – invite them to come.  Or, here’s a social event AND if you’re interested in having your teen/young adult give us feedback come a little earlier.

6. Approval as not-for-profit

Gregg received the pamphlet with all the rules and regulations. We have to have two public meetings a year at which people can come and talk, but they do have to tell us they want to.  All of the board meetings are available and open. We will start sending out emails to advertise the upcoming meetings.
7. Budget

7a. Current budget

Around $14,000. Spent money on:
The Spikes thing

Challenger sponsor

Jared Boxes project

$750 to Bronsons for conference
Discussion of what the Bronson’s could do in terms of reporting on their activity.  Fara will talk to Sarah about what Kaleb could do in terms of a memory book that also could be presented.
7b. Need to spend money, and how? 

Family-driven support services taken away, should we be thinking about supporting these kinds of things?  Fara spoke with Mental Health, Developmental Programs, Early Intervention, and Substance Abuse Services about the paperwork.  Fara will be in touch with everyone to make sure they’re getting their paperwork in to start the process.  Now you have to prove that you qualify, rather than it being sufficient to have the diagnosis – but the money is still there, if you will go through the paperwork.  

Gregg – this is the kind of information we need to provide, and we need to provide it in written information.  Amber sent such a synopsis to Fara, she will share with Gregg so we can get it out to families.

7c. Printed materials 

Gregg thinks its time to outsource this beyond him at his computer in his kitchen – professional quality materials to provide, especially with external organizations.   More of a one-time output that then gets refilled from time to time.

All in favor – unanimously in favor.
8. Discussion of public information for hospitals for new families
How do we inform the hospitals so that they can provide information when a new baby arrives? 

Need to do a pamphleting and public education campaign, that is re-updated every 6 months. 

Fara may contact some nurses that can help to find out how to be effective in this.

Time to maybe talk in more detail about outreach and how to do that in a more formal way.  A good discussion for a future meeting.
Kellehampton.com is the blog – has a ton of photos and you’ll be able to see January birth story. 
9. Lifelink

Member has asked a couple of times about the dream team and the lifelink program over at Penn State.  Souper-bowl event that they did to raise money for Haiti rather than to take their vacation. 

Could our revenue from BW be donated to dream team to replace the money they gave to Haiti?  Gregg said that was not practical.  Member asked whether there was some level that we could do to support their efforts.
Maybe we could set a standard that when the Lifelink has a fundraising event we would advertise it to our families and their attendance would help to support the fundraising.

And we could perhaps figure out how to donate at a general level, if we were to want to do that. Gregg will ask Member to put together a more detailed proposal about what she would like to propose.  
10. Update on research on faces
Krista passed around the IRB approved recruitment material from the Starbuck study on faces.
