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Coordinator Comment

Time- time- time!

I just ran out of time and was not able to draft a December newsletter.  My apologies to everyone for any inconveniences this may cause. Please feel free to contact us through our web site at   http://www.sticklers.org/sip2/.  The following information was not mailed to our e-list members but has been posted on previous newsletters.                         (Edited by rick bishop for web posting).
Save your vacation time for July 13-15, 2012. We will be in Boston, MA for the American SIP annual conference.
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WEBSITE Update

The permission received by SIP to post the Stickler Syndrome chapter from "Management of Genetic Syndromes" on the SIP web site expires toward the end of September.  The board made a decision to pay for the use for one year.  That ends September 25.  The cost is $100.  Anyone who wants the article to stay on our website can send a donation to Stickler Involved People for this article to stay.  If funds are not received, the article will be removed by September 25.  So, read it and decide if you want to print off the article before it becomes unavailable.  We feel it is a great, and easily understandable, resource for those dealing with Stickler syndrome.  
 

Donations to save this article (or donations for any other Stickler Involved People purpose) can be mailed to SIP, 15 Angelina, Augusta, KS 67010.  Email us ASAP, if you want funds used to save this article, so we can arrange it in time.

 Rick is almost done posting the presentations from 2011 conference.  So, watch for website updates!
   

RETURN OF “MEET A STICKIE”

“The reason I've joined is because there is a possibility that my daughter, Shealyn - age 3.5, may be diagnosed with this.  She was born with a cleft of the soft palate.  She's had a number of medical challenges - all relatively minor - and none that I'm aware of related to her cleft and/or Sticklers.  A week ago Friday we went for what I thought was a routine check up with the eye genetics department at our Children's Hospital in Toronto. Shealyn's vitreous is quite liquid.  This meant nothing to me but the ophthalmologist explained that this is a marker for Sticklers.  She wasn't concerned at all - mainly, I think, because Shealyn has very good eye sight (20/30).

Prior to this appointment I didn't know anything about Sticklers but when I came home I did some initial research on Sticklers and found that my family has a handful of markers for Sticklers.  Here's the list.

My Mom has rheumatoid arthritis (along with fibromyalgia and chronic fatigue).  She also has strabismus and myopia.  My Mom and both of my brothers are near sighted.  My Mom, my brother and I all have very small jaws (we have to use child size x-ray things at the dentist).  

I have very weak ankles - my childhood was riddled with sprained ankles and they give out on me a lot as an adult.  Along with my small jaw, I also have hyper extendable elbows.

My daughter has a cleft of the soft palate, a small jaw, apparently low set eyes (though I'm not sure they are the doctors have said that), she does have quite a flat nasal bridge and small button nose (as do I).  In addition, there are some thought that she may have low muscle tone.  She was a very late mover (had no interest in crawling or moving around until she was 11 months old - and a semi late walker (17 months).  She had a sleep study last week (she also has obstructive sleep apnea) and the technician performing this test said he thought she had low muscle tone.  She is a very careful child - much more so than normal kids.  She does not like jumping off things, is very slow to climb etc.  Perhaps she's compensating - I don't know.

Anyway, so after reading about this stuff I called our cleft team and spoke to the nurse coordinator.  Her exact words were "Uh-oh".  That didn't make me feel a whole lot better.  They are sending us back to genetics for a follow up where it seems Shealyn will be looked over once again and will be tested likely for Sticklers.  I live in Canada so will not have to pay for the test (phew!) though I do know it's not completely conclusive either.  We will likely be seen at genetics in about a month or two.”  -Cheri

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. We had already had two applications for 2011, so please consider making a donation to the Scholarship fund.  SIP address is 15 Angelina, Augusta, KS 67010. Applications are on the SIP website.  

ANOTHER easy way to help

IGIVE.com has sent Stickler Involved People over $900 since it started. As you start Christmas shopping, please remember to start with IGIVE.COM and make some money for us. There are some places that have special offers for IGIVE.COM subscribers. We get $5 for each new person who places an order through IGIVE.COM. So, now is the time to look it over, subscribe, give Stickler Involved People as your cause, and place an order. You are helping SIP and may save yourself some money and time.

Stickler conferences
SIP board of directors has decided to select 4 or 5 locations for future conferences.  We will move north, south, east and west, but use the same city and speakers (or their fellow specialists).  2012 will be in Boston. Watch for details in March.  

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 less frequent shipments. It’s a way we can all do our part in making this program a big win for the environment.  Stickler Involved People received a nice check for $139.  So, thanks to all of you who help that way.

A VOLUNTEER OPPORTUNITY

The FDA Cellular, Tissue and Gene Therapies Advisory Committee is looking for an consumer to serve on the committee – if you are interested, please email sterry@geneticalliance.org  She served for several years, and says it was a wonderful experience, and very important to advancing treatments.

More GTWO Help

 “It's not marketing, but I'm doing my small bit to raise awareness of Stickler's.  In August, my co-editor Charlaine Harris and I have another anthology.  This one is called Home Improvement: Undead Edition.  In my story, I have an architect redesigning a house to sell for the benefit of the fictional Stickler Syndrome Research Foundation.  That probably won't get much attention, but in my "about the author" note, I have "She notes that while the Stickler Syndrome Research Foundation is fictions, Stickler syndrome is a real condition. Visit www.sticklers.org to find out more about it."  -Toni LP Kelner

From the LIST SERVE

“We realized that most PTs think in terms of CURE and there is none.  IF you have a PT thinking about DJD (Degenerative Joint Disease) and keeping what mobility is already there, you will have more luck.   A PT, or water therapist, recommended by the Arthritis Foundation in your area, may even have better results.  There are lots of choices to improve cardio, without having joint impact.


Water aerobics seems to have the best results for most people, but successes are as varied as symptoms.  A physiologist seems to be a good pain consultant and a group dealing with fibromyalgia seems to be a good support group (also found through the Arthritis Foundation).”

Another LIST SERVE Sharing
“This is a resource for interest free medical loans that was sent to me by a very reliable friend of mine.  I am going to try to use it soon for some dental work I need.” - Susan P
https://mobile.carecredit.com/learnMore/1
DVD NEWS

More great news:  after several weeks of study, Mayo Clinic ordered 50 copies of the first video.  This is obvious proof that Mayo finds a great value in this DVD.

“Greetings everyone. I've got great news. The 1st film is now available on my website, http://www.sticklervideo.org , for free. The 2nd film, "Finding Hope" is now on the same website”.  -Kim Barwise

Our sincere thanks to Kim and family for all the work put into the promotion of Stickler syndrome.  We suggest that you view “Finding Hope” and find your hope.  Share it with us.

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 it is a 
dream come true” for persons with Stickler syndrome.  Recently, I was able to answer someone that this is THE one place to visit with all the experts you need.  Be sure to make your needs known when you call for an appointment.

 Another way for support

Bright Beacon is the free and secure social networking site for parents of children with medical needs. However, we more often like to think of the site as a safe haven. We are a proud partner of Exceptional Parent Magazine.

On Bright Beacon you can do just about anything you can do on other social networking sites (chat, write on walls, update your status, write messages, upload pictures, and much more). However, there are a few essential differences. Bright Beacon’s founders, Doctors Moore and Blankson are both parents and pediatricians. Users can consult with the experts through their Bright Beacon profiles and read blogs by them on modernmom.com, where they are listed as experts in Special Needs. 
You can join Bright Beacon by visiting www.eparent.com and connecting through this site or by going directly to brightbeacon.org and click where it says “Join us now” or scroll down and watch the introductory video on the left side of the page for a full summary of how to use the site.

Something to Keep in Mind

(rerun for you to remember)

According to the Lighthouse Organization (http://www.lighthouse.org/about-low-vision-blindness/vision-disorders/charles-bonnet-syndrome/), “roughly one third of patients with low vision develop Charles Bonnet Syndrome, including those with age-related macular degeneration, cataracts, diabetic retinopathy, and other eye disorders. Hallucinations are more likely to occur when the person is awake, alone, and in dim light, or when he or she is physically inactive or lacks distractions, such as television.  The key difference from mental disorders is that people with CBS already have impaired vision, and they realize – after their initial shock – that what they are seeing is not real.”
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