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e-NEWS                                October 27 2008

Dear Family and Friends,

The Board of Directors would like to express its deepest appreciation to the families, friends and community members who participated in Buddy Walk 2008 and gave so generously of their time, talent and treasure. More than 1000 people gathered at the Organ Pavilion to celebrate, raise awareness and funds to benefit people with Down syndrome and their families.  The virtual Buddy Walk continues online and offline.  It’s not too late to collect pledges/donations and earn Buddy Bucks towards incentives!  Contact DSA at 619.594.7389 if you have questions.
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We sincerely thank Our Sponsors for their Generosity

Barona Resort & Casino

Schumacher Air Products

Greiner Buick, Pontiac, GMC of Poway
Kurtin Properties

Al’s Sport Shop
San Diego Park & Recreation Therapeutic Recreation Services

Exceptional Family Resource Center

To date, the Top fundraisers are: Jamie & Pete Tereschuck, Joseph Guidi, Frankie Husson, Christine Franey and Tom & Alisa Lawrie. The top team ranking is: Peter’s Buddies, Team Mary, Team TNT, KC’s Krew and Team Tweet Tweet. We also would like to thank all those participants who made the extra effort to get Matching Gifts from their companies – Great Job!
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DSA Halloween Social for kids birth to 12 years of age:

Come dressed in costume and celebrate Halloween on Saturday, November 1st from 12:00pm-1:30pm at Omas Pumpkin Patch at Van Ommering Dairy Farm, located at 14950 El Monte Road in Lakeside, CA 92040. The cost is $6.00 per child 1 year and older (Cash or Check ONLY!)
(One FREE adult for every paying child, each additional adult is $3.00). The fee includes a hayride, a jack pumpkin, refreshments, the maze, petting zoo and a Treat Bag per paid child - Pay at the door! View the flyer at http://www.dsasdonline.org/admin/files/Halloween%20Flyer%2008.pdf. Directions can be found at omaspumpkinpatch.com. 

Please RSVP by calling 619.594.7416 or email dsasd@projects.sdsu.edu.  

----------------------------------------------------------------

UPCOMING EVENTS: 

For event details go to http://www.efrconline.org/calendar/maincal.cfm
By clicking on an event link you may view the event details.

Local:

10/30/08 Improving Learning and Behavior 

11/08/08  Pedestrian Projects
11/17/08  Final Journeys II
----------------------------------------------------------------

UPCOMING DSA/EFRC SUPPORT GROUPS: 

For details: http://www.efrconline.org/efrc.cfm?pid=Support_Groups
(click on underlined Title for details)

11/13/08  Síndrome de Down Apoyo – Old Town
11/18/08  Down Syndrome Support – San Marcos

11/20/08  Down Syndrome Support – Old Town

11/20/08  Down Syndrome Support Imperial – El Centro

----------------------------------------------------------------

Community Advisory Committee Meetings
Information by Local Area:

San Diego Unified School District (SDUSD) CAC meeting held from 7:00 - 9:00pm at the West Campus Auditorium at Lindbergh-Schweitzer Elementary School, 4133 Mt. Albertine Avenue, San Diego, CA 92111. Visit http://www.sandi.net/board/COMMITTEES/CACSE/  
East County CAC meetings held usually on the first Monday of the month from 6:00-8:30pm at 924 East Main Street in El Cajon, 92021. Call 619-590-3920. 

North Coastal CAC (NCCSE) meetings are held at the North County Regional Education Center, located at 255 Pico Ave. San Marcos, CA 92069. 615-630pm informal networking. 630-830pm formal meeting. Visit http://www.nccse.org/cacmeet.htm. Driving directions.  
North Inland CAC meetings are held at 6:00pm at different locations. Contact Chris at 760-788-4671 or kknudsen@sdcoe.net.

Poway CAC meetings usually meet from 6:30pm-8:30pm at the PUSD Administration Center, Conference Room B-1 at 13626 Twin Peaks Road, Poway CA 92064. Visit 

http://www.powayusd.com/teaching/spec_ed/community_advisory_committee.shtml
South County CAC meets at different locations each month from 6:15-8:00pm. Contact Wilma Johnson at 619-498-8171 or wijohnson@sdcoe.net.

Imperial County CAC meetings - Contact SELPA at (760) 312-6419.

----------------------------------------------------------------
RECREATION:

listing of local inclusion-based programs can be found at http://www.dsasdonline.org/dsasd.cfm?pid=Recreation 

11/01/08 DSA Halloween Social at Omas Pumpkin Patch
Halloween events in San Diego and Safety Tips, visit http://www.efrconline.org/admin/files/Halloween%20Events%20in%20San%20Diego.doc 
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11/15/08  Booster Buddy Movie & Pizza Afternoon
Meet at 1:30 in front of Mira Mesa Cinema theater. We will have Pizza after the movie. Cost is $15. Please RSVP to Brenda Goldbaum by calling (858) 452-0408 or email Bregold@aol.com. View flyer.
-----------------------------------------------------------------

News from Down Syndrome Association of Los Angeles:

Clinical Research: Cognitive Behavior Change with Aricept

Subjects with Down syndrome ages 10 to 17

October 22, 2008

Dear Parents of children with DS ages 6 to 17 years, 

Below you will find an open letter to families from Dr. Naomi Newfeld.  She is currently doing a clinical trial with children with Down syndrome using Aricept a medication most commonly used to treat Alzheimer's Disease.  If you have a child in this age group and would be interested in participating in the trial please read on. Dr. Newfeld is located at

PEDS Research, Neufeld Medical Group, Inc., 8733 Beverly Blvd. Suite 202, Los Angeles, CA 90048, 310-652-3976. My son participated in a study with adults using Aricept some years ago, I am pleased to see that we now have clinical trials available for children with DS.

Gail Williamson, Executive Director

A Letter to Parents from Dr. Naomi Newfeld  - I am a pediatric endocrinologist, on staff at Cedars and on the faculty at the David Geffen School of Medicine at UCLA. As a pediatric endocrinologist I follow many children (25 or more)  with Down syndrome due to their hypothyroidism, as well as more recently their obesity and Type 2 diabetes. For the past year I have been conducting a clinical trial for children with Down Syndrome, sponsored by Pfizer.  In this study, Aricept has been shown to increase cognitive function in children with Down Syndrome.  Abnormalities in brain tissue appear to occur prematurely in subjects with Down syndrome which has been shown to be similar to the histopathology seen in elderly subjects with Alzheimer's disease. A preliminary study has shown that Aricept is of some benefit in preventing the cognitive loss that occurs in Down Syndrome subjects as they age. Several of the parents of my patients currently enrolled in this trial have noted significant changes in their childʼs language and cognitive abilities with this medication. At the present time, we are enrolling children ages 11-17 years; this phase of the trial will be completed in January 2009, so there is time for patients to enroll.  Also beginning this month, we are starting to enroll children ages 6 to 10 years. This phase of our trial is starting at the end of October, 2008.


Families will receive a small stipend for each visit to reimburse for gas and parking. In addition to a 10 week trial, the company will sponsor a year-long open-label branch and give medication and provide study related medical care for free to all participants.  Please feel free to call me with any questions or to meet and discuss this further.  Thank you.
Naomi D. Neufeld, MD FACE 310-652-3976, Fax 310-652-8085 


Articles on DS and Aricept from Dr. Len Leshin's website

--------------------------------------------------------------------------------

NEW RESOURCES:

New National Center for Parents with Disabilities - Research and resources concerning the 9 million U.S. parents with disabilities
A new National Center for Parents with Disabilities and their Families has been established in Berkeley, California under the auspices of Through the Looking Glass, a non-profit organization founded in 1982.  The Center will oversee several national research studies concerning parents with disabilities and their families, as well as provide consultations, trainings and publications to parents, family members and professionals. The research and resources of the Center will address the nearly 9 million U.S. parents with disabilities - 15% of all American families.  Parents with disabilities include mothers and fathers in all disability categories - such as parents with physical disabilities, deaf parents, blind parents, parents with psychiatric or cognitive disabilities.  The Center is funded by a $500,000 per year federal grant for three years from the Washington, DC-based National Institute on Disability and Rehabilitation Research (NIDRR), U.S. Department of Education. The new Center will focus its research and resource activities on four critical areas that impact parents with disabilities: custody, family roles and personal assistance; paratransit; and, intervention with parents with cognitive disabilities and their children.  One of the notable activities planned over the next three years is a scholarship program for high school seniors and college students whose parents have disabilities.  The Center will be staffed by 
nationally recognized experts regarding parents with disabilities, most of whom have personal or family experience with disability or deafness. More information about the Center and Through the Looking Glass is available at www.lookingglass.org or by calling 800-644-2666 or 800-804-1616 TDD/TTY.

----------------------------------------------------------------
MILITARY FAMILIES:

ASYMCA Family Outreach Holiday Toy Program - If you are an Active Duty military family and meet the criteria list below you are eligible to sign up for our holiday program lottery: from any branch of service, E5 and below, 

and live in our service area (Miramar South to the Tijuana border and East to Ramona). Sign up begins online Monday, November 3, 2008 at 9:00 am and ends Friday, November 7, 2008 at 4:00 pm. No need to rush to sign up as in years past, as we are using a lottery system and families can nominate themselves anytime during the sign up week! You may only enter the lottery one time per family, additional entries will be deleted. 
Families will be chosen by a lottery system and will be notified by email on Friday, November 14, 2008 about whether they are registered to participate in the Holiday Toy Program or on the waitlist. Each registered family will receive 2 gifts per child and a gift certificate to the Commissary for $50.00 for the holiday meal. The Holiday Toy Program distribution will take place on Wednesday, December 17, 2008 from 9AM to 12PM, and 1PM to 4PM. A parent from the registered family must be available to shop for toys on this date to participate in the program. More specific information will be provided by email on November 14, 2008. For more information, visit www.asymca.org,  email Kirstie at kpfeifer@asymcasd.org or call 858-751-5755x117.

---------------------------------------------------------------- 
INSPIRATION FOR THE WEEK:

Senior With Down Syndrome Crowned High School Queen

Kristin Pass Treats Peers Like Royalty, Friends and Family Say

“The title of homecoming queen is typically reserved for the head cheerleader or student class president, but not so at one Texas high school where this year's queen saw hundreds of onlookers moved to tears as she was crowned.” Read this inspiring article at http://abcnews.go.com/US/Story?id=6025166&page=1 
-----------------------------------------------------------

If you enjoyed this eNEWS, please consider forwarding it to

friends and family to spread the word of upcoming workshops

and events, links to new sites and up-to-date information

about the special needs community. 

This e-NEWS has been brought to you by
Down Syndrome Association of San Diego.
If you have comments or would like to
Unsubscribe, please contact us at
info@dsasdonline.org. Visit dsasdonline.org.

October 27, 2008

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 views. Inclusion of information or resources does not necessarily imply promotion or recommendation by DSA. Content is provided for informational purposes only.
