
 

 

January 16, 2014 

Dear Healthcare Provider: 

 

In just the past few years, new Down syndrome resources, cognition research and prenatal screening 

have become a reality.  We share the following information to assist you in providing up-to-date care 

to your patients with Down syndrome and their families.  

● New Cognition Research. Cognitive aspects of Down syndrome have not historically been the 

subject of robust clinical research, but that has changed. Several new research foundations 

are funding Down syndrome cognition research at Johns Hopkins, UCSD, Stanford and UT 

Austin. Four separate clinical trials are underway in 2014, investigating the development of 

safe, effective cognition therapies. Find out more about cognition research at dsrtf.org and 

dsact.com.  

● New Healthcare Resources.  The American Academy of Pediatricians in 2011 issued new 

healthcare guidelines for children with Down syndrome, to guide diagnostic and therapeutic 

care of pediatric patients.  http://pediatrics.aappublications.org/content/128/2/393.short. In 

addition, women who choose to continue a pregnancy after receiving a prenatal diagnosis of 

Down syndrome can now tap into downsyndromepregnancy.org for information, resources 

and emotional support.  

● Launch of Down Syndrome Patient Registry.  In conjunction with new cognition research, NIH 

in September launched DS-Connect, a national patient registry. DS-Connect will provide 

access to general information about Down syndrome, as well as de-identified statistical 

information.  

● New Prenatal Screening. Since 2011, new non-invasive prenatal screening tests for Down 

syndrome (NIPS) have reached the U.S. market. These screens offer high accuracy, but their 

accuracy for mothers under 35, and the appropriateness of using them to bypass 

amniocentesis or CVS, are currently under debate. In the last year, ACOG, NSGC, ISPD and 

ACMG have issued statements on NIPS; all but ACMG limit NIPS to high risk patients.  

● Ever-Expanding Horizons. Developmental outcomes for people with Down syndrome are 

significantly improved over what they were 20-30 years ago. Many people with Down 

syndrome today are able to participate in inclusive education, hold competitive employment 

and live in the community with minimal support. Evidence-based research confirms that best 

practice for providing a Down syndrome diagnosis means providing current information about 
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Down syndrome to new or expectant parents and connecting them with their local Down 

syndrome organization.  

DSACT welcomes any opportunity to share information about Down syndrome with healthcare 

providers. Our “Diagnosis Down Syndrome” presentation (approved in 2011 for CME at both St. 

David’s and Seton) can be provided to any medical or clinical group.  We also provide free boxes of 

new parent materials for clinicians. Copies of the national booklet “Understanding a Down Syndrome 

Diagnosis” and the DVD “Down Syndrome in the 21st Century” are stocked in these boxes, which we 

replenish upon request and at no charge.  

I hope you will allow DSACT to assist you in providing current, compassionate care to patients with 
Down syndrome and their families. To schedule an informational presentation, receive a box of new 
parent materials, or ask for additional information about any of the points mentioned in this letter, I 
welcome you to call or email me or DSACT.  

Cordially,  

 

Suzanne Shepherd 

Co-President and Healthcare Chair 

Down Syndrome Association of Central Texas 

suzshepherd@sbcglobal.net 

512-484-1153 

info@dsact.com  
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