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STICKLER INVOLVED PEOPLE (SIP)  - DECEMBER 2014 NEWSLETTER
Coordinator Comment

This is the time of year for happiness and joy.  But, we all have to admit that life is not that "perfect" image we all dreamed about.  So, this is not the phony "it could be worse".  But, we all know it could be. Let's enjoy what we have and share, Share, SHARE what we have.  If you can only give a card, do that.  If you have wealth, spread it.  If all you can spare is a hug or a smile, it may mean life to someone else.  Stickler Involved People wishes you and yours a very Happy Holidays and the best for next year.  We are so blessed to have you with us.
Shop iGive and Amazon Smiles
Every time you use iGive or Amazon Smiles for your online shopping, they donate a portion of your purchase price to SIP. So keep this in mind while you do your Holiday Shopping!  It adds up quickly if we all remember to use them.  Click on one of the links below to register on their web site and select Stickler Involved People as your support organization.  

Amazon Smiles - registration  or go to the sign in page
iGive – registration site or go to the log in page
SIP CONFERENCE

Philadelphia, PA was chosen for the July 10-12, 2015 American Stickler Involved People’s conference. Watch for more details and registration information in our March, 2015 newsletter and our web site. The Hotel we contracted with is the Embassy Suites at the Philadelphia Airport. For reservations call 215-365-4500 and ask for the special SIP rate of $129 which includes free breakfast and parking. They have a 24/7 free shuttle to and from the airport.
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 and requirements are available at our SIP web site (click here). Please send your completed scholarship application with all the required paperwork to this address no later than July 1, 2015: 

Stickler Involved People 

Gunnar B. Stickler Scholarship Award 

PO Box 775 

Cologne, NJ 08213
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BOSTON, MASS. STICKLER CLINIC

Dr. Paula Goldenberg MD, MSW, MSCE, from Cincinnati is the new Clinical Director of Medical Genetics at MGH in Boston. 

TO VISIT THE 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. 

　

Stickler Syndrome Down Under
The SSASS Australian support group has changed their name to Stickler Syndrome Down Under. Glenda’s new email address is ssdu@bigpond.com if you wish to contact her.
SIP JOINS CoRDS at SANFORD RESEARCH

Stickler Involved People (SIP) is fortunate to partner with the "Coordination of Rare Diseases" (CoRDS) at Sanford to launch a patient registry for our rare disease. Liz Wheeler attended our Denver Conference and presented the purpose of CoRDS and what our participation would mean to us as individuals and as a group. What does all this mean exaxtly? 

Based at Sanford Research in Sioux Falls, South Dakota, a not-for-profit research institution, CoRDS is a centralized international patient registry for all rare diseases. The goal of the CoRDS registry is to connect as many patients and researchers as possible to help advance treatments and cures for rare diseases. The CoRDS registry is free for Stickler syndrome patients to enroll and for researchers to access. They work with patient advocacy groups, individuals, and researchers to coordinate the advancement of research into the 7,000 rare diseases.
Patients who are diagnosed with Stickler syndrome and individuals who have not yet received a diagnosis are eligible to enroll in CoRDS. If you want to enroll, you can complete the CoRDS Screening Form by clicking here: CoRDS Registry Form.
After submitting the form, you will receive a unique username and password which you can use to log in and enroll by the secure platform. Participants will be notified of opportunities to participate in clinical trials and other research. CoRDS personnel will also contact participants annually to update your information.
With SIP being a partner with CoRDS, we have investigated their mission statements, reputation and security measures already. We hope you will take the time to join. For more information about CoRDS, go to: 

http://www.sanfordresearch.org/CoRDS.
Seeking a Project Volunteer(s)
SIP is looking for a person(s) to head a project, to fund raise and increase Stickler syndrome awareness.  Dr. Paula Goldenberg suggested that we make a calendar.  It would be for a 2016 production. In Dr. Goldenberg’s  group,  folks  pay $100 to put a photo in the calendar;  (people get sponsors for this part, if they cannot afford the fee).  Then, everyone decides how many calendars to purchase and then give as gifts. These Stickler Syndrome calendars could be given as gifts to put in our doctor’s offices, school nurse’s office, etc.   So, we could even use two volunteers, one for planning and another for shipping.
If you have the resources and time to lead such a project, please contact Pat Houchin at SIP@sticklers.org and she will give you more information. 
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October 1st Stickler Syndrome Awareness Day
As you recall, many of us participated in the first annual Stickler syndrome awareness day on Facebook. Here is one comment praising this clever awareness project:  (be sure to join in next year) 

	Barb Walters Harris mentioned you in a post in Stickler Syndrome Awareness Group 


Barb Walters Harris
9:36pm Oct 1 

So fellow Stickies, I wanted to share a story with you about our efforts to get information out to the world about Stickler Syndrome. My cousin’s wife (on the non SS side) noticed all my posts and reviewed some of the articles. One of her best friends has a daughter right now dealing with many health issues including “growing pains”, sore joints, eye issues and some heart abnormalities. They are going to be putting her through some genetic testing, and the doctors have been suggesting maybe it is Marfan’s Syndrome, which is similar to SS in many ways. She sees more similarities in the girl with SS and so will be sharing all the info we posted today with her friend so she can start asking questions of the doctors. Thank you, Pat Rickords Houchin for suggesting we do this today. Awareness is awesome.



	


Listserv Comments
To sign up and join our listserv community, click here and follow the instructions .  (You can also unsubscribe yourself at this location).
Tammy

“Wow! That was most helpful. I feel like I had a pre op for parents 101! This is all new to me and had I been aware of all these things I would have been very specific when going in and had a plan rather than trusting the doctor knows best. I really am thankful for all the support given. It has truly helped tremendously!! “
Thank you!

Michèle Alter Brenton
“One thing I have learned from living with a Stickler husband (now in his 50s) the more you move the better your joints feel. It is counter-intuitive but it is true. Keep moving - don't over extend joints and don't do heavy lifting but other gentle movement regular and keeping mobile will help reduce the pain. The better muscle tone you have the better the joints will be stabilized and the less pain will be generated by instability within the joint. Bed is the worst place to be”. Xx

(continued on next page)
Sheila Ferguson
(to mother who asked about adopting a child with Stickler syndrome):  "Welcome to the club ! What an amazing family you must be. I can promise you that no matter what medical issues you may face that you will never regret accepting this child into your life. We often think as parents that it's our job to raise our Children to be the adults we want them to be. Through my experience with special needs children I truly believe that God uses these children to raise us to be the adults that He wants us to be. 

It's hard to say what the future may hold. This group will be an amazing support to you and your family. Remember that just because one family deals with something it does not mean that you will have to. Each child is different."
Spain’s Stickler Syndrome Support Group

My name is Eva María, the current president of the Spanish Stickler Syndrome association www.sindromedestickler.com.  I am seeking any support for contacts to celebrities in Europe to help with a video about Stickler syndrome. Please contact me at the above email address if you have any connections or can help in any way.  Thank you!

Reminders
1. Remember to contact CoRDS for your registration for potential researchers. See the article in this newsletter. 

2. Stickler Involved People (SIP) has signed up as an organization that can receive donations through H&R Block. So, remember if you get your taxes done there, be sure to tell them that you want $5 of your fee donated to SIP. It cost you nothing and could add a lot of $$$ over the years.
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Coordinator:  Pat Houchin           Medical Advisor:  David M. Brown, M.D.         www.sticklers.org/sip2/
SIP is a not for profit organization whose purpose is to educate and give support to all those affected by Stickler syndrome.
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