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 DSASD e-NEWS                                                    May 4, 2012
The 7th Annual DSA Reach for the Stars Gala was a huge success!
Guests raved about the auction, entertainment (San Diego Master Chorale),food and of course Lauren Potter’s inspiring presentation.  We send our heart-felt thanks to the many volunteers, board members and donors for their support and contributions…and DSA President, Jackie Husson and Vice-President, Amy Baker for their extraordinary efforts. 
As with any major event, we did have a few glitches.  We noted some name errors (thinking spell check was involved and volunteer fatigue played a role), and omissions in the written program for which we profusely apologize. DSA  is extremely fortunate to be supported by a generous community. Thank you one and all! 
Gala pictures are available for purchase: http://onlocationphotopros.com 
Check out the DSA video produced by our very own Joseph Guidi, and starring our talented self advocates and families. The video can be viewed on you tube, DSA website home page or DSA Facebook page. http://youtu.be/6KPVWJDtw44       
FAMILY SUPPORT NETWORK: 

DSA support group meetings conclude in May and will resume in September. Facilitators will meet during the summer to plan for future presentations. We have received positive feedback from families with regard to incorporating mini presentations during the meeting. We plan to expand on topics and will continue to fine tune groups in order to meet the diverse needs of our families. We encourage families to contact DSA during the summer for support, information and resource assistance.
DSA Support Group May Meeting Schedule
5/8/12 – Oceanside (TERI Inc.)  

Down Syndrome Support
Talk Tools Presentation (tentative)
Developed by therapists, TalkTools® products and systems are designed for therapists specializing in speech, feeding and occupational therapy, and incorporate a hierarchy therapy utilizing oral motor tools. 
5/17/12 – Central San Diego (Harold J. Ballard Center) 

Down Syndrome Support
Developmental Disability Waiver (Med-Cal) Program Presentation
(Information relevant for families of children and adults with Ds)
Presenter: Maria Iriarte – Disability Rights CA Attorney

The DD Waiver is the short name for the Medi-Cal Home and Community Based Services Developmental Disability Waiver. The DD Waiver can pay for many home and community-based services that you may need, such as: 
Supported living services, supported employment services, respite service for family members and other caregivers and more 
Te DD Waiver is important for people with developmental disabilities. It is used to pay for services that are provided by the regional centers. 

5/17/12 - Central San Diego (Harold J. Ballard Parent Ctr.)

Apoyo Síndrome de Down
Articulation Speech Services and Other Issues of Free Appropriate 
Public Education (FAPE)
Presented by Attorney, Thomas Nelson
Learn about incorporating IEP speech/language articulation goals and services 
The New DSA Connections Lounge:

Friday, March 11, 6:00 pm to 8:30 am at the ARC San Diego (Aero Dr.)

Theme: Mamma Mia
Fee: $12 (includes dinner and most activities)
Print/View Flyer for Details
RSVP Requested: DSA at 619.594.7389 or dsaboard@projects.sdsu.edu. 

*Participants requiring 1:1 or direct supervision and/or specialized support must make their own arrangements.
Check DSAsdonline.org for updates on meetings and activities.
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Washington Post Article of Interest
Jon Will’s gift
By George F. Will, Published: May 2
When Jonathan Frederick Will was born 40 years ago — on May 4, 1972, his father’s 31st birthday — the life expectancy for people with Down syndrome was about 20 years. That is understandable.

The day after Jon was born, a doctor told Jon’s parents that the first question for them was whether they intended to take Jon home from the hospital. Nonplussed, they said they thought that is what parents do with newborns. Not doing so was, however, still considered an acceptable choice for parents who might prefer to institutionalize or put up for adoption children thought to have necessarily bleak futures. Whether warehoused or just allowed to languish from lack of stimulation and attention, people with Down syndrome, not given early and continuing interventions, were generally thought to be incapable of living well, and hence usually did not live as long as they could have. 

Down syndrome is a congenital condition resulting from a chromosomal defect — an extra 21st chromosome. It causes varying degrees of mental retardation and some physical abnormalities, including small stature, a single crease across the center of the palms, flatness of the back of the head, a configuration of the tongue that impedes articulation, and a slight upward slant of the eyes. In 1972, people with Down syndrome were still commonly called Mongoloids. 

Now they are called American citizens, about 400,000 of them, and their life expectancy is 60. Much has improved. There has, however, been moral regression as well. 

Jon was born just 19 years after James Watson and Francis Crick published their discoveries concerning the structure of DNA, discoveries that would enhance understanding of the structure of Jon, whose every cell is imprinted with Down syndrome. Jon was born just as prenatal genetic testing, which can detect Down syndrome, was becoming common. And Jon was born eight months before Roe v. Wade inaugurated this era of the casual destruction of pre-born babies. 

This era has coincided, not just coincidentally, with the full, garish flowering of the baby boomers’ vast sense of entitlement, which encompasses an entitlement to exemption from nature’s mishaps, and to a perfect baby. So today science enables what the ethos ratifies, the choice of killing children with Down syndrome before birth. That is what happens to 90 percent of those whose parents receive a Down syndrome diagnosis through prenatal testing.

Which is unfortunate, and not just for them. Judging by Jon, the world would be improved by more people with Down syndrome, who are quite nice, as humans go. It is said we are all born brave, trusting and greedy, and remain greedy. People with Down syndrome must remain brave in order to navigate society’s complexities. They have no choice but to be trusting because, with limited understanding, and limited abilities to communicate misunderstanding, they, like Blanche DuBois in “A Streetcar Named Desire,” always depend on the kindness of strangers. Judging by Jon’s experience, they almost always receive it.

Two things that have enhanced Jon’s life are the Washington subway system, which opened in 1976, and the Washington Nationals baseball team, which arrived in 2005. He navigates the subway expertly, riding it to the Nationals ballpark, where he enters the clubhouse a few hours before game time and does a chore or two. The players, who have climbed to the pinnacle of a steep athletic pyramid, know that although hard work got them there, they have extraordinary aptitudes because they are winners of life’s lottery. Major leaguers, all of whom understand what it is to be gifted, have been uniformly and extraordinarily welcoming to Jon, who is not.

Except he is, in a way. He has the gift of serenity, in this sense: 

The eldest of four siblings, he has seen two brothers and a sister surpass him in size, and acquire cars and college educations. He, however, with an underdeveloped entitlement mentality, has been equable about life’s sometimes careless allocation of equity. Perhaps this is partly because, given the nature of Down syndrome, neither he nor his parents have any tormenting sense of what might have been. Down syndrome did not alter the trajectory of his life; Jon was Jon from conception on. 

This year Jon will spend his birthday where every year he spends 81 spring, summer and autumn days and evenings, at Nationals Park, in his seat behind the home team’s dugout. The Phillies will be in town, and Jon will be wishing them ruination, just another man, beer in hand, among equals in the republic of baseball. 

georgewill@washpost.com 

 http://www.washingtonpost.com/opinions/jon-will-40-years-and-going-with-down-syndrome/2012/05/02/gIQAdGiNxT_print.html 
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COMMUNITY INPUT REQUESTED: 
Volunteers Needed

The San Diego People First Self-Advocacy Conference is rapidly approaching. This year it will be held on May 12 & 13, 2012 at the Marriott Mission Valley. 

This exciting event offers adults with developmental disabilities the opportunity to improve their self advocacy skills and network with peers.  People interested in volunteering need to commit to a full shift on Saturday or Sunday. Please contact Sandra Bishop at 858-576-2966 or sdcam@sdrc.org. 
Online Survey of New Fathers of Children with DS

Courtney Williams, in collaboration with Dr. Laura Marshak and Dr. Kirsten Murray, is conducting a study aimed to better understand the adjustment of fathers of children with Down syndrome during the first three years after their children’s births.Dr. Murray teaches at the University of Montana and has extensive knowledge in marriage and family counseling. Courtney Williams, mother of a 2 year old who has Down syndrome. 

Please take time to complete this survey at surveymonkey.com/s/FathersStudy 

Questions? Contact Courtney Williams at FathersStudy@gmail.com.
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RESOURCES:

New Dual Diagnosis Blog site
Deanne Sternberg, parent of a fifteen year old boy with Down syndrome who also has a secondary diagnosis of autism, has created an online support network for parents and teachers. This website offers research results found on dual diagnosis as well as a place where parents and teachers can support one another via a blog. If you have a child with a dual diagnosis, please visit this website and share with your child’s teachers, specialists, medical professionals or other family members. www.dualdiagnosissupportgroup.com
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RECREATION:

Tennis Academy (FREE):  June 25 – June 27, 2012
The Jensen-Schmidt Tennis Academy for individuals with Down Syndrome will take place at the Burbank Tennis Center. All children and young adults with 
The Greenelight Foundation has been teaming up with the Jensen-Schmidt Tennis Academy to provide scholarships to all participants. If you don’t have the necessary equipment, it will be provided for you. Download application at http://greenelightfoundation.org or email greenelightfoundation@yahoo.com.
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The Down Syndrome Association of San Diego does not promote or recommend any therapy, treatment, institution, etc. and does not espouse any particular political, educational or religious view.  Inclusion of information or resources does not necessarily imply promotion or recommendation by the DSA. Content is provided for informational purposes only.

La asociación de síndrome de down de san diego no promueve o recomienda ningún tipo de terapia, tratamiento, institución, etc. y no está ligado a ningún tipo de opinión de  partidos políticos en  particular, educativos o religiosos.  La información incluída o recursos, no necesariamente implican promoción o recomendación por medio de la asociación DSA. Esta publicación se proporciona únicamente con fines informativos. Esta publicación se proporciona únicamente con fines informativos.
