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DSASD e-blast                                                                  September 14, 2011

DSA support groups have resumed.  We have groups in Central San Diego and North Coastal. There will be a series of presentations scheduled this year, which will be posted on the website. Please join us on Thursday, September 15th at the Harold J. Ballard Center. Coast Music will presenting on the benefits of music therapy and how it can improve speech and language, social skills and behavior. Presentations will be provided in both English (room 2) and Spanish (auditorium). Supervised play will be available for kids up to the age of 10 years. For a complete listing of dates please refer to:
Central San Diego:  September 15 from 6:30pm – 8:30pm   View Flyer
Español: 15 de Septiembre de 6:30pm – 8:30pm   Vea el Volante
North County:  October 11 from 6:00pm – 8:00pm  View Flyer
Thriller classes are occurring throughout the county. DSA has received numerous inquiries from both members and the general public about participating in classes and joining us at the Buddy Walk.

This is a great opportunity for families to have fun and support a worthy cause. Please be sure to register for the Buddy Walk to receive a specially designed Buddy Walk T-Shirt which will include the Zombie logo. Registration fee includes pizza lunch too. 
Register today or make a donation
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Dance Class Schedule
______________________________

RESEARCH:

Health Matters: Down Syndrome

Did you ever wonder how advances in science translate into practical medical care? William Mobley, MD, Chair of Neurosciences at UC San Diego joins David Granet, MD, to discuss how discoveries in one area of medicine often have wider applications. Mobley describes his transformative work with Down syndrome and the impact it may have in treatment of other diseases such as Alzheimer's. Watch this 30 minute interview with Dr. Mobley to find out what's on the horizon with Down syndrome research. There is also a brief 4-minute video highlighting Dr. William Mobley as he describes his research on Down syndrome cognition and Alzheimer's disease at the Down Syndrome Center for Research and Treatment. For more information, visit neurosciences.ucsd.edu or downsyndrome.ucsd.edu.

Adult Down Syndrome Clinic

The occurrence of Alzheimer's disease among adults with Down syndrome causes much concern for their families and care providers. Alzheimer’s disease is a progressive neurodegenerative disease of the brain that affects all aspects of cognition, including memory, language and problem solving.

Research has found that all adults with Down syndrome over the age of 40 develop plaques and tangles in their brains similar to those seen in persons with Alzheimer's disease. Based on this information, many parents and professionals often conclude that all persons with Down syndrome will eventually develop Alzheimer's disease.

The goal of the UCSD Down Syndrome Center for Research and Treatment is to better understand if this is seen clinically, and if so, to understand how and why it happens, and to develop treatments to halt it. Their multidisciplinary clinic is designed to evaluate persons with Down syndrome who are declining in cognitive function and potentially developing Alzheimer's disease, and to provide definitive diagnosis and offer treatment, including access to clinical trials. View details or call 858-657-8540.
Neurobiology of Brain Amyloid Study

Dr. Monte S. Buchsbaum, Director of the NeuroPET Program, and Dr. Michael Rafii are conducting a research study to identify abnormalities of brain structure and brain function in individuals with amyloid in the brain. Study participants will receive Brain imaging, which is a way of taking pictures of brain structure and function through techniques called positron emission tomography (PET), and a brief medical and psychiatric history will be obtained. View Details. If interested, contact Holly at 858-622-5881. 
Roche starts early stage clinical trial in Down syndrome

Roche (a biotech company) announced last week of the initiation of its first Phase 1 clinical trial to investigate the safety and tolerability of a molecule designed to address the cognitive and behavioral deficits associated with Down syndrome.

“There is currently a large unmet medical need for the treatment of cognitive impairments in individuals suffering from Down syndrome,” comments Luca Santarelli, Global Head of Roche Neurosciences Disease Translational Area. “Our strategy at Roche neurosciences is to specifically address these serious conditions that have no approved, effective or safe treatment. This is why we have a strong commitment to neurodevelopmental disorders, including genetic disorders like Down syndrome or Fragile X, as well as autism spectrum disorders.” 

Enhancing brain functions such as cognition and language in individuals with Down syndrome holds the promise to help these individuals conduct a more independent life. This may result from the improved ability to carry out every day’s practical tasks such as finding an apartment, maintaining a job, or having a more fulfilling social life. These improvements can have a significant impact on functioning and quality of life of Down syndrome individuals as well as help reduce the burden for families, caregivers and the society.
“This study will target only adults between 18 and 30 years old, but we believe that an earlier intervention in Down syndrome has the potential for a greater medical impact,” says Paulo Fontoura, Head of Translational Medicine in the Roche Neurosciences Disease Translational Area. “While we are still at the early stage, we are confident that our drug’s mechanism of action can potentially open the door to further promising investigations in upcoming years.

”Based on animal models, an imbalance between excitatory and inhibitory neurotransmission has been proposed among the underlying causes of altered brain function in individuals with Down syndrome. Roche’s investigational drug is being assessed for its ability to address this imbalance by targeting the GABAergic system (gamma-amino butyric acid).

About the study

This placebo-controlled study will assess the safety and tolerability of the investigational drug in individuals with Down syndrome. It will recruit up to 33 individuals in one or two countries. The investigational drug has already been tested in healthy volunteers and demonstrated a good safety and tolerability profile, without significant adverse events. 

http://www.roche-trials.com/trialDetailsGet.action?studyNumber=BP25543&diseaseCategoryId=266 

*One of the locations for this study will be La Jolla, CA.

______________________________

COMMUNITY INPUT REQUESTED:

Important Employment Survey 
Currently, there is no information available on employment and unemployment status for adults with Down syndrome. There is also no information describing where people work and the kinds of jobs they do. We all need that information in order to document the current situation and advocate for job training programs, funding, and more variety and choices in jobs for individuals with DS.  Dr. Libby Kumin has created a survey to begin to collect that information. The survey is designed for parents/caregivers and their adult children with Down syndrome, ages 18-50 years old.  It is important for you to take this survey whether you are working in paid or volunteer jobs, not currently working, or are in a training program to prepare you for jobs.  https://www.surveymonkey.com/s/RK5SWWS.  Please also share this link with your friends. The survey will be online until December 31, 2011, but don't delay! Take the survey as soon as you can. Everyone's response is important. 

National Down Syndrome Congress

______________________________

RECREATION:
Shooting Stars Basketball 

SMYBB  Shooting Stars Basketball for players (5-22) with different-abilities in the military. Registration for Shooting Stars will be open through September 16th.  Our season will run November through January on Sunday afternoons after 2:00 in San Marcos at Corky Smith Gym.  Volunteer buddies who are middle school or older, coaches, and other volunteers are also needed for the upcoming season (no basketball or special needs sports experience necessary). Contact Coach Rick at 760 504-7242.

www.smybbshootingstars.com  or www.smybb.com. 
---------------------------------------------------------
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