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Coordinator Comment
I have a special friend, one of those characters in a small town. He folds things out of dollar bills. I have a turkey and a heart that he made for me. They used to sit on my desk at Valentine time and at Thanksgiving time. One day, a young man looked over the folded bill and we talked about “bird man”. Then, the kid said he could fold something, so I gave him a dollar. He made me a bow tie. It was very cleaver and I could see the potential for using a higher denomination and giving ties for Fathers’ Day. I was pretty smug with myself.

However, the next customer was a teacher and she saw a math problem for her kids. She folded her dollar bill to match the folds on my new tie. She was going to write up directions for the students and have them figure out what they were making. Then, I got to be smug about her being so creative with my new tie. 

It is kind of that way with Stickler kids. I am so proud of my now adult kid and all we have gone through. She is now making good decisions for her, for her health, for her future. I was pretty smug. Then, I hear about a family with two adult children affected by Stickler syndrome and their adult successes. I guess I get to be smug about the creative part that SIP has done to help this family (and others) with growing up with Stickler syndrome. 

　

Save your vacation time for July 8--10, 2011. We will be in Milwaukee, WI

DVD NEWS

“Greetings everyone, I've got great news.  The 1st film is now available for your free viewing on my website, http://www.sticklervideo.org.  It is 29 minutes long.

Also, the 2nd film, Finding Hope is due to come out this Fall. I hope to launch this film at the next conferences. (England and USA)” - Kim Barwise

Aftermath of “Get The Word Out”

Jan shared some of the smaller projects she has been facilitating:

“I will be working on the following and would love any input at 
jdhelfer@yahoo.com as I edit and update these topics: 

1. Info for Students and Parents of College Bound Kids (Melissa Gourley did a 
great piece and I have information from the Arthritis Foundation, but if you did things 
to prepare that you would share with me or took certain things into account when 
selecting a college, etc, I would love that info!)

2. a form to use for doctor appointments - will include information as to why visiting 
the doctor, outcome of visit, follow-up needed, meds/treatments recommended, payment information, etc. etc. - so if you already have a form that you use and would share it with me, please email it to the address above. If it is hard copy, just email me for my street address. If there are items of information 
that you think would be helpful, please email the above address.

Thanks to all!
Jan Helfer 

WEBSITE UPDATES

We are pleased to add Peggy Green's IEP/504 research and information to 
our web site. It is the 6th item down on the left side menu bar or go to 
this link:  http://www.sticklers.org/sip2/content/view/32/44/. Thanks to Peggy and Jan for their hard 
work on this very valuable subject.

Rick has also added some photos of the 2010 SIP Conference at 
http://www.sticklers.org/sip2/content/view/33/47/. If you have photos of the 2010 Conference in Dallas, send them to Rick at  Fifibish@aol.com and he will edit and load them.
SIP SCHOLARSHIP

Dr. and Mrs. Stickler donated the start-up money for a fund to provide high school seniors, who have a diagnosis of Stickler syndrome, with a four year scholarship. Applications are available on line and due June 15 each year. The winner, this year, is Sarah Rontal. Applications are on the SIP website. Donations are accepted by SIP for this fund.  Contact Pat Houchin at sip@sticklers.org.
CONFERENCE

A vote was taken at the annual conference and Milwaukee was chosen for July 8-11, 2011. Details will be available in the March, 2011 newsletter.

Most speakers, from this year, agreed to put their power points on our website. As others agree, we will post them. Be SURE to visit the nutritionist information on our website.

A Small Fundraiser

Stickler Involved People is a participant with TerraCycle. To make things greener, this company is recycling drink pouches and other foil pouches. Go to the website: www.terracycle.net. As of July 30th, TerraCycle requests that you only send shipments containing a minimum of 500 pouches. If you ship packages with fewer than 500 pouches, they will not credit those pouches to the account of your designated charity, but will process them into new materials and products. Whenever possible, please send even larger (and less frequent) shipments. It’s another way we can all do our part in making this program a big win for the environment.

　　

BOSTON, MASS. STICKLER CLINIC

Patients will need to book the appointment with Sandy Massalski: 617-726-1561. The patient has to pre-register with Mass. General Hospital to give billing information, and to get a hospital number. Dr Liberfarb’s regularly scheduled clinic appointments are on Thursday afternoon from 1-5pm. She could see 3- 4 people. 

The patient needs to submit medical records in advance.
The Genetics Unit has a training program for physicians doing fellowships in Med. Genetics. Some of these "fellows" might want to participate in the clinic. 

The clinic is not free but check with your Health Insurer to determine if they will cover any of the costs. The clinic is a “dream come true” for persons with Stickler syndrome. Please make the call VERY soon. This clinic will not stay open, unless we use it. 

　

MEMBERS EFFORTS

Thanks to Stella Mallon who contacted the National Library of Medicine and requested that they add Stickler syndrome as an example of genetic connective tissue disorders “because it is more common than the examples you have listed.” The NLiM sent the suggestion on to the MedlinePlus development team. 

Teresa Schwartz sent this news: “I learned about a dinosaur doll with a trach that helped children with that procedure. I just learned about dolls with various adaptive equipment that are available from Lakeshore Learning (you can order these online). I think these would also be great to have in our early education classrooms. Here are the descriptions from www.lakeshorelearning.com. (You can buy things individually, two, for us Stickies; the Two Hearing Aids and Two Pairs of Eyeglasses LC1147 • * $9.95 might be a bargain!)
New Hearing System

Suzy Caine mentioned a new hearing aid and Rick found this information:

"Esteem" from Envoy Medical Corporation. A hearing aid for those with Sensorineural Hearing Loss. It is a long-term viable alternative to hearing aids. 

The Food & Drug Administration approved (March 18, 2010) Envoy Medical Corp.’s Esteem technology, the first fully implantable device to treat hearing loss in the U.S. 

The FDA's approval of Esteem provides patients with an option to alleviate their hearing loss by using a device with no readily visible external components. 

In conductive hearing loss, sound moving through the outer and middle ear is blocked. Sensorineural hearing loss is more severe — the hairs don't vibrate properly, disrupting the electric signals to the brain. 

The Esteem is located entirely in the ear. The system consists of a sensor, sound processor and driver. The sensor picks up vibrations from the ear drum and converts them into electric signals. The sound processor, a specially designed computer chip, cleans up the signals and boosts their power. Finally, the driver converts the signals back into mechanical vibrations and transmits them into the cochlea. 

Esteem also comes with hefty price tag: $30,000 out-of-pocket, — the restoration of hearing loss — could make Esteem a good value. (Financing is available through Envoy medical. 

There is a great video at: http://www.envoymedical.co.uk/ 

Also good videos at Envoy web site: 
http://www.envoymedical.com/
　

NEW WEBSITE FEATURES

“We have a brand new feature on our web site http://www.sticklers.org/sip2/.
Click the A+ button on the upper right hand corner of the web page and see 
what happens. I am constantly updating the web site to include new and updated information as it becomes available to us.  Be sure to review it regularly and you can start with the What’s New menu item to catch up from your last visit.” - Rick Bishop

A BIG THANKS goes to Rick for all the additions and improvements to our website. We will not be printing the conference notes, unless we hit a snag getting permission. ALSO< be sure to read the PowerPoint from the nutritionist Rick found to speak at the Dallas conference. At our 2009 Conference, Dr Rose had suggested we have a speaker on “Stickler nutrition” and Rick found Lori Ryan, RD LD CPT, who did a lot of independent research to be able to offer food suggestions for us.  Check out her presentation at Nutrition Support for Stickler syndrome.
Coordinator:  Pat Houchin           Medical Advisor:  David M. Brown, M.D.         www.sticklers.org/sip2/
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