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Coordinator Comment

My husband and I agree on most things, except that issue of “optimists and pessimists”.  I think I am a realist, trying to not be too expectant because then I do not have to be too disappointed.  Bill only wants to be on the “sunny side”.  

In the last month, we have had several MAJOR health issues in the family and we are just too tired to have expectations.  So, I do not know a label for us right now, just tired of stress and trying to make the best decision for each situation.  Our only hope is the quote that “this too will pass”.  As we hope the best for all, please add us to your list of persons who need good wishes.  Those of you who know Mimi Barden, and even if you do not, please wish a speedy recovery to our elder (she says oldest) Stickie.

Save your vacation time for July 13-15, 2012.  We will be in Boston, MA.  If you plan to travel a long distance to Boston for the conference, you might consider taking advantage of the Stickler Clinic.  See related article.
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. Please consider making a donation to the Scholarship fund.  We had two young men who kept their GPA and got the full $2000. 

SIP address is 15 Angelina, Augusta, KS 67010. Applications are on the SIP website.  Winner will be announced at the annual conference.

Stickler DVDs

The 1st film is now available on  http://www.sticklervideo.org , for free. The 2nd film, "Finding Hope" is now on the same website.     

NIH Teacher Resource

Teachers now have an innovative way to help students approach challenging biology questions with a new free curriculum supplement from the National Institutes of Health.  It is titled Rare Diseases and Scientific Inquiry.  This combines cutting edge medical research discoveries with state-of-the art instructional material.  To request, visit http://science.education.nih.gov/r8.  

Conference News
For several years, SIP has tried to arrange for a disability speaker.  This finally worked out for Boston! Jon Rodis is a regular speaker at the national Marfan Foundation conference.  Other credits are:  National Disability Advocate and Speaker (NMF, EDNF, NAF, TSS and other Rare Disorders),

President-Massachusetts Chapter of the National Marfan Foundation

Head-EDS Massachusetts and New England Support Group 

Chair-Physicians Awareness Committee

Jon and his wife, (who is a disability lawyer), will be with us for the entire conference.  We will start with them speaking Friday evening.  
An easy way to help

IGIVE.com has sent Stickler Involved People over $900 since it started. When you buy from the web, 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.
VERY EXCITING NEWS

The fundraiser initiated by a nephew of Dr Stickler raised over $2000 for the Gunnar B Stickler Scholarship fund.  George Stickler entered a cross country ski event and asked for pledges to be donated to Stickler Involved People.  We are flattered and know that Dr Stickler would be proud.  Thank you George!

Find the Conference brochure on our website and make your reservations today!

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.

We are in New Textbook
About a year ago, SIP was contacted for information and clarification by the authors of a medical textbook being written.  We got news this week that the book is for sale on Amazon.  It contains 6 photos of our SIP family.  The book is titled “Visual Diagnosis and Care of the Patient with Special Needs”.
ANOTHER GREAT EMAIL

Anastasia Burton from the Shodair Children’s’ Hospital In Helena Montana let us know that Montana’s Childrens Miracle Network chose a Stickler child to make a video about.  We are invited to watch the video at www.shodair.org.   It will be linked to our website soon.
“MEET A STICKIE”
“Stickler's has taken us on quite a journey. After Melissa's birth, I spent 18 months telling the doctor something's not quite right, I changed doctors.  Several assessments by various professionals lead us to consult with a genetics team. We were told Melissa seems to have a syndrome. But, she doesn't fit neatly into any one. Her x-rays were taken to a conference of bone docs in MN where we found her SS diagnosis. 
   
  We also discovered and repaired a sub mucous cleft at that time. No wonder it took over an hour to feed the poor child 4 oz! Nursing was totally out of the question. Not eating much caused other problems.
   
   As she grew, she developed knocked knees. A local doc. wanted to do a bone cut at a very early age. That didn't seem right to me. My grandma suggested checking out the Shriners. We did. Found a doc. who thought a less invasive procedure might work. We had staples placed in the growth plates and screws in the ankles. It worked great the first time. She was in good alignment. She could run! 
   
  
Doc took the staples and screws out so she wouldn't become bow-legged. She grew back into the knock-kneed position. The stapling was repeated. This time we didn't get the same results. 
   
  One knee continued to get worse. Staples were taken out of that leg and a wedge cut from the bone. At the follow up after that surgery, we were encouraged to have her walk more. This was February last year.
   
  She walked too quickly and over worked the right knee. Aqua therapy was beneficial up to a point. She worked out too aggressively and injured her other knee. Recently, the hips became painful and like they are "frozen". She can no longer bear her own weight. Trying to figure this all out. What a difference 1 year can make!
   
  The eyes have their own story. Her left retina detached May '03.  Melissa was 9. It was lasered, buckled and gas bubble placed in it. Cryo was performed on the other eye. August '03 as the gas was absorbed, the retina re-detached and repaired. Silicone oil was put in this time. 
   
  The previous surgeries caused a cataract. This was removed and a lens implanted spring '04. She healed too quickly and developed striations, like Wrinkles, in the capsule. That needed to be lasered to let light into the eye. A year or so later, the oil was removed. Eye pressure got very low. I wasn't prepared for this. Kind of scary to see a kid whose eyes are normally predominate with the eye "sunken" in the socket. Eyes are doing' well today. She read continually during the recovery/ positioning times after each surgery!
   
  As far as her hearing is concerned, she wears hearing aids in both ears. Her hearing, thank goodness, has remained stable all along. No changes for the worse!
   
  Melissa continues to touch and bless others along the way! “  - Lisa
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