
[image: image1]



15 Angelina
Augusta, Kansas   67010
316-259-5194
       STICKLER INVOLVED PEOPLE 





sip@sticklers.org            December 2012 NEWSLETTER













Coordinator’s Comment

As the year ends, I have been doing a lot of reflecting.  Now, I do not know if that is good or bad.  But, this has indeed been a rough patch for my family.  Looking back gives me the confidence that it is “just a phase” and we will get lots of good times ahead.  Enjoy the good phases, to be energized for the lesser phases!  Have a very Merry Christmas and a Happy New Year.  Do not just “ho-hum” those words, but take a minute to apply the Merry and the Happy!  Life can get so busy that we do not even have that time to reflect.  I want to take this moment to wish Rick and Sheri the best.  Some of you may not know that he had an unexpected surgery in November.

The best of years to all of you!

 

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.
    

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. The new address for the scholarship fund is:
Stickler Involved People
Gunnar B. Stickler Scholarship Award
PO Box 775
Cologne, NJ 08213
SSAC
SIP Board is pleased to announce the formation of a new committee. April & Dan Murphy have graciously volunteered to lead the “Stickler Syndrome Awareness Committee” (SSAC).  

If you are interested in joining this important committee please contact Rick at Fifibish@aol.com
 

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.  REMEMBER IGIVE.COM as you finish your Christmas shopping!
A REQUEST

 

We received an email from a Special Education teacher in Puerto Rico who has three students with Stickler syndrome.  She would like pen pals for these kids, so they will not feel so isolated.  They are grade school age.  If your child is interested in writing them and continuing a pen pal, contact SIP today.

 

Announcement

Dr Ruth Liberfarb will retire as of March 14, 2013. She has been assured that the Stickler Syndrome Clinic will continue.  The day may change, so check with Sandy.  We wish Ruth the best and give her a GREAT THANKS for all she has done for Stickler Involved People and for all persons with Stickler syndrome.

There are far too few heroes in our lives and Dr Liberfarb is one!
 

FROM THE LIST SERVE
 

“I recently purchased a book called "Conquering Your Child's Chronic Pain" by Lonnie Zeltzer, MD. Best book I ever read! It explains a lot and has helped me to under the difference between acute and chronic pain and the physiology behind each.  It talks about how some psychological issues like PTSD Post Traumatic Shock Disorder can play a big part in chronic pain issues. I highly recommend the book for those who might be struggling with this issue.”
 

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.

2013 Conference News

In Las Vegas, we will use a slightly different format.  We will meet on Friday night and all day Saturday.  Lunch will be included with registration and will be a “working” lunch.  There will be no program organized on Sunday.  Saturday evening and Sunday activities are on your own.  

Another difference will be that room reservations will be limited.  A contract has been signed with the Embassy Suites on Paradise Road which is close to the airport.  So, you can make reservations now at www.eslvcc.com.  Be sure to request the Stickler Conference rate.  If you want to extend your stay, and use the SIP rate, please let SIP know ASAP.

Some Websites

Children with Stickler syndrome often have distinctive facial features such as prominent eyes, small nose and chin recede. Has a small jaw that restricts the ...(more)  www.ginyoton.com/stickler-syndrome.html
We have had a number of conversations with individuals about the impact of being a sibling to a child with special needs or a genetic condition. Here are some resources you might want to look at :

http://www.nichcy.org/familiesandcommunity/pages/siblingissues.aspx

http://www.siblingsupport.org/

http://www.med.umich.edu/yourchild/topics/specneed.htm
Stickler syndrome - EyeWiki
EyeWiki, the Eye Encyclopedia written by Eye Physicians & Surgeons.

eyewiki.aao.org/Stickler_syndrome
REMINDER

Please note that Jon Rodis, a specialist in disabilities, and his wife, a disability lawyer, have committed to joins us in Las Vegas!
PGD

Dr Irene Souter spoke at both of our Boston conferences on Preimplantation Genetic Determination (PGD).  SIP had several inquiries about this subject recently and wanted to share this information. This is a repeat from notes of her first speech:  PGD was introduced in 1990.  The process is to test embryos, then implant only unaffected embryos.  2-3% of births still have a birth defect.

The egg donor is given fertility drugs.  Multiple eggs are produced, which are fertilized, the embryos analyzed.  Healthy embryos are injected into the uterus.  And the mother has an unaffected baby.

A genetic analysis is done on a single genetic disorder PGD is now offered for over 100 different disorders.  The error rate is 1.3 to 5.6%.  In 2004, with 12 years experience, the 3 largest PGD centers were studied.  532 single gene disorders were found.  There were 142 pregnancies and 108 babies.

 

Spontaneous miscarriage rates were equal to “normal” statistics.  In 2002, a European consortium study showed 16000 eggs were collected, 60% fertilized, 42% diagnosed, 30% pregnancies, 1 out of 4 was multiple births, with normal weight and length, normal Apgar scores and 90% were full term.

Dr believes that PGD is effective and safe, to promote babies without mutation.  Within 3-4 years, PGD will be able to screen for 300 to 400 genes.  Meds cost $3000 to $4000, for this process.  The genetic testing is normally covered by insurance.  The cost is about $15,000 without any insurance.”
Coordinator:  Pat Houchin           Medical Advisor:  David M. Brown, M.D.         www.sticklers.org
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