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U P C O M I N G  
E V E N T S  

• LADIES NIGHT 
OUT, Thursday, 
April 15th at Panera 
in Clemmons.  Call 
Kristin at 813-9260 
to RSVP  

• BEES—Building 
Exciting, Effective 
Skills for Parent-
ing—Next meeting 
April 22nd (always 
the 4th Thursday of 
each month from 6- 
7:30. 

• CENTERPOINT DD 
ADVISORY MEET-
ING—First Thurs-
day of the month.  
Next meeting: 
5/6/10, 5:30—7 
p.m., CenterPoint, 
4045 University 
Parkway. 

• NO LIMITS II 
DANCE:             
May 14 

• COMMUNITYFUN-
DAY, June 18th, 9 
a.m. to 7 p.m.  This 
FREE event is 
sponsored by 
CenterPoint.  Mu-
sic, Food, Dunking 
Booth, Games, 
Karaoke, and much 
more.  A day dedi-
cated to breaking 
down barriers and 
having FUN!  See 
www.cphs.org for 
more details. 

 
 

 

 It’s a beautiful day as we put the finishing touches to this newsletter.  After a 
long and cold winter (though it was beautiful in its own way) we have the delight of 
new growth, new opportunities to blossom, new ideas to consider.  You have to love it!  
How could you not?   
 

 Our “family,” PDSSN,  is a miracle of its own.  It was founded in 1984 by Jane 
Shaw and Brian Dewey, a husband and wife who had given birth to their second child, 
Evan, who has Down syndrome.  Jane was the Occupational Therapist at B.A.B.I.E.S., 
the local Early Childhood Intervention program that existed from 1978 until about 
2004.   
 

 Jane recalls that she started the group because there were no other opportuni-
ties for parents of children with Down syndrome to talk to one another, and to learn 
and share support.  She enlisted the talent of Loretta Arnn (one of our current mem-
bers) to design a logo for the group.  And Piedmont Down Syndrome Support Network 
came into being.  Through these past 26 years there has been much progress for 
PDSSN.  It’s now a non-profit organization, has a website, a Board of Directors, and 
most of you are actively involved in PDSSN’s various forms of outreach.  You mem-
bers deserve credit for the wonderful organization that PDSSN has become! 
 

 Here’s our pitch: Annual dues are a bargain!  For $10 your entire family can 
join!  The main reason for joining is to be supportive of PDSSN—to show that you are 
fully invested in its mission: 
 

“The Piedmont Down Syndrome Support Network is an advocacy organization that 
serves to enhance lives of individuals with Down syndrome and to provide information 
and support to families and professionals. The PDSSN reaches out to new families, 
provides educational and social opportunities for our existing members, and educates 
the community to promote awareness, respect, and inclusion of persons with Down 
syndrome.”  
 

 If you have not done so already, join 
and stake your claim to this unique fellow-
ship of parents, professionals, and commu-
nity members who are dedicated to making a 
better life for people who have Down syn-
drome.  You can get more details at 
www.pdssn.com.  
 

 (And by the way, the Shaw-Deweys 
now live in Stone Mountain, near Atlanta.  
Evan is a great guy and an excellent photog-
rapher!  To the right is a photo of Jane, Brian 
and their children.) 

Evan, Jane, Lauren, Adam, Monica & Brian 
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One might take 

children’s 

philosophy to 

heart. 

They do not 

despise a 

bubble because 

it burst: they 

immediately set 

to work to blow 

another one. 

Jack Rice, 
Bowling Champ! 

Jack Rice’s Adventures on the Lanes 
     On Dec 5, the kids 
from Konnoak Elemen-
tary School, along with 
many other elementary 
schools in Forsyth 
County, participated in 
the Special Olympics 
Bowling Tournament at 
Creekside Lanes in 
Winston-Salem.  Of 
course, Jack’s Rice’s-
mom was there to docu-
ment this historic event 

and volunteer.  The final 
outcome was close, but 
once again Jack earned 
another  b lue  r ib-
bon.  While he did not do 
a repeat of 2 years ago 
when he bowled 5 strikes 
in a row to set his all-time 
record, he did manage to 
squeak into first place in 
the last frame.  Phyllis & 
Jack's older brother, Fox, 
also fund-raised for the 

Special Olympics Polar 
Plunge on February 
13.  They raised $1290!  
Yea for Team Jack!.  
 
Our thanks to proud mom, 
Phyllis Marshall-Rice, for shar-
ing this great news!  Congratu-
lations, Jack!  And kudos to 
Fox and Phyllis for their superb 
fund-raising for Special Olym-
pics! 

P D S S N  N E W S  

How Are Things Going At School? 
 

 You know that you have rights, of course.  In the world of Developmental 
Disabilities your child has rights, too.  If you have a young child in a day care or 
school setting, do you have a pretty good idea of how that child is treated every 
day?  Is his or her right to be treated with dignity and respect being honored? 
 
 Here’s an example of a question you might pose to the child’s teacher:  
“When my child’s pull-up or diaper has to be changed, how is that done?”   
  
 If the child’s clothing/diaper/pull-up is being changed in the classroom, in 
front of other children and adults, this is a violation of his/her rights!  No ex-
cuses!  There is no excuse for a child to be subject to embarrassment or hu-
miliation in a public setting. A small ratio of students to teachers should make it 
possible for a child to be taken to the bathroom by a teacher or teacher aid.  
 
 There are many other examples of how a child’s rights are violated, but 
this one comes to mind because we just heard that this is happening to a young 
child in our area.  We are horrified, and I’m sure you are, too. 
  
 It helps to have good relationships with your child’s school staff.  Part of 
building that relationship is to be involved to the extent that you can be, and to 
have expectations.  It’s only right that your sons and daughters have the respect 
that they deserve when they are in school.  You afford them that respect and so 
should others.   
 
 If you ever have a “sticky” situation with a teacher and are uncertain how 
best to handle it, there are many PDSSN parents who have walked in your 
shoes!  Take advantage of their experiences.  If you aren’t sure how to contact 
them, write to pdssnemail@gmail.com and we will help you connect! 



Karli Fuller (the lovely young woman in the photo at the 
right) is a star in Upward cheerleading in Davie County!  
This is her second year in the church-based sports and 
cheerleading program.  Carly is passionate about cheer-
leading and works very hard at it!  Thanks to proud mom & 
dad, Anika & John, for sharing. 

Tidbits from the Top! 
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We asked for some good news and we got some great news!  Continue, dear readers: 
 

Brent Bennett was been doing volunteer work at Lowe’s in King and learned that the manager would 
like to hire him!  He is now an employee!  This is a great job for gregarious and articulate Brent who un-
doubtedly shines in this setting!  If you live in the King area, be sure to let the Lowe’s  manager know that 
he has made a great decision!  Tootsie, Brent’s mom, reports that the manager praises Brent’s work, calling 
it “excellent.”  Congratulations, Brent!  Good job! 
 
Rachel Owens is doing great at Greensboro Technical Community College.  Her mom, Patti, reports:  
She loves her classes. She's conquered three digit addition and is moving on to multiplication. She's also 
learning valuable life skills along with academics.  She's made some great friends. She just competed in 
State Games Cheerleading in the Unified Advanced division. Her squad got the bronze medal. She was the 
cartwheel queen!  Rachael still bowls in the USBC High Point Bowling League Youth Division with typi-
cal and handicapped kids. This is a great league because everyone's included. Rachael's high score is 193! 
She's obtained many awards in the league, including two $100 scholarships. :  
 
At church, Rachael participates with the high school group, and also joins in with the college age group 
activities. Rachael does a bible study on Wednesday nights with another special needs teen. The study is 
tailor-made to Rachael's reading and comprehension level and I am totally amazed at what she's learned. 
She now actually takes notes during sermons Sunday Mornings!                       : 
 
Rachael is an assistant teacher at our Church in the children’s five year old Sunday School class. She 
writes the catechisms on the board and reads them to the children, takes roll, assists with snacks, crafts and 
music. We are getting ready for Missions Conference, where Rachael and I will be teaching a Peruvian 
Folk dance to all the kids 12 and under. This summer, Rachael will be attending dance class with a per-
formance at the Lexington Civic Center in August. Rachael volunteers at the Pastor's Pantry, a local or-
ganization that distributes food into the community for the needy, mainly the elderly. She helps stock the 
food. Rachael is currently looking for a part time job with a job coach.  She also began taking piano les-
sons this year, using the "Simply Music" format. She is now playing songs with two hands and at Christ-
mas, we did a duet on the piano-Mary Did You Know - at the ladies Christmas Program.  
 
 

 

The key to happiness is  
The decision to be happy. 



Ask the Geneticist…. 
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We thank Dr. Tamison Jewett , geneticist at Wake Forest University School of Medicine for her willingness to respond to questions 
posed by our readers.  If you have a question you would like featured, please send it in an email to pdssn@gmail.com. 

“Dear Dr. Jewett: 
My family has just adopted a child who has Down syndrome, and what joy he has brought to our family!  Is there any 
advantage to bringing him in for genetic testing?   
Thank you. 
New Mom in Town” 
 
Dear “New Mom,” 
 
First of all, congratulations on adding a new member to your household! 
 
Regarding your question as to whether there is an advantage to having genetic testing for your adopted child 
with Down syndrome, I’m assuming that either no testing was done before he came to live with you, or the 
test results are not available to you. 
 
As you probably know, there are three main ways in which Down syndrome (DS) occurs: 
 
1) the child has a complete, extra chromosome 21 for a total of 47 chromosomes in each cell (instead of the 
typical 46), which occurs in about 95% of folks with DS 
 
2) the child has an extra chromosome 21 that is stuck to another chromosome, which occurs in about 4% 
 
3) the child has an extra chromosome 21 for a total of 47 chromosomes in SOME cells of the body with a typi-
cal chromosome complement (46) in the rest of the cells (this is called “mosaicism”), which occurs in about 
1% 
 
We counsel all parents of children with DS, regardless of their chromosome complement, to expect to con-
front similar health and developmental issues, but we stress that every child is unique.  The most important 
reason for knowing what the child’s chromosomes look like is to give the parents accurate information about 
the likelihood that they will have another child with DS in a future pregnancy. In the case of the child with DS 
who has 47 chromosomes in every cell or even in only SOME cells (#1 and #3 above), recurrence risk to the 
parents is low (1% added to the mom’s age-related risk).  In the case of the chromosome 21 stuck to another 
chromosome (case #2 above), we would ask to look at parents’ chromosomes to see if one parent carries 
one of their chromosomes 21 stuck on another chromosome.  If so, their chance for having a child with DS 
may be as high as 20% for each future pregnancy. 
 
In your situation, where your child is adopted, knowing your son’s chromosome complement will not influence 
your reproductive choices.  Because boys with DS are typically infertile, knowing your son’s chromosome 
complement is not important for his reproductive choices. 
 
The main reason for knowing your son’s chromosome complement is to be certain that he truly has Down 
syndrome.  I would recommend that your son be evaluated by a clinical geneticist who will examine him and 
decide if a chromosome test is warranted.  A clinical geneticist will typically also play a role in managing your 
child’s care. 
 
Best wishes, 
Dr. JewettDr. JewettDr. JewettDr. Jewett    
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Interesting Resources to Check Out 
♦ http://www.reallifedownsyndrome.com/ is a website recommended by Kristen Faulkner.  It is 

the creation of Kristen’s friend Bethany.  Though it’s in the beginning stages, it’s great and will 
strike a chord with you! 

 
♦ http://yomammamamma.blogspot.com/2010/03/inspiring-week-in-kansas-city.html, shared 

with us by Laura Laxton, contains a good write-up on the Affiliates in Action conference that 
was held last month. 

 
♦ Rebecca Smitherman writes: “If you go to San Antonio, check out Morgan’s Wonderland, an 

amusement park for kids with special needs.”  It’s opening this month and is free for children 
with special needs and only $5 for other folks.  Want more information?  Go to 
www.morganswonderland.com.  

 
♦ Brigette Parsons shares: SMP Motorsports and Dirt Track at Charlotte are partnering to pro-

vide an exciting dirt track racing experience with fully handicapped accessible cars.  The de-
but is next month.  For more information go to www.smpmotorsports.net.  Sue Roberson at 
704-309-0471 can give information about sponsorships & participation. 

 
♦ Have you heard about the soon-to-be-published I'm Down with You?  All profits from advance 

sales of this very special book from www.theotherpersonisyou.org/book.html (for $19.95) will 
be donated to the organizations which support all aspects of the Down syndrome community. 
Piedmont Down Syndrome Support Network is the first one on the North Carolina List!  If you 
pre-order, you will receive a signed copy as soon as the book is in print (August).  The regular 
price of the book will be $29.95. From sales on this site, The Other Person is You 
{foundation} will donate a minimum of $5.00 per book.  The author, Jagatjoti Singh Khalsa 
[jagatjoti@gmail.com], plans to attend Buddy Walks this year to share his journey in meeting 
so many incredible people with Down syndrome.  Maybe he will come to our Buddy Walk!  
Jagatjoti writes, “One morning, I decided it was time to be engaged in something unique, up-
lifting and positive. I wanted to promote something full of hope, love, and compassion. That 
morning, I started work on “I’m Down with You.”   Check it out, everyone! 

 

BEES Schedule 
 

 

 22-Apr   Elizabeth Allen                  
 27-May   Mary Christiansse                
 24-Jun    Sarah Kaplan &  Kris Drum   
 22-Jul     Sandy Sauer,  behavior specialist                      
 26-Aug    Ramona Janelle &  Judy Hoskins    
 23-Sep    Gail Hounshell                   
 28-Oct    Loretta Arnn & Chris Kelsey  

  
 When you search on the internet, use 
GoodSearch and PDSSN will benefit.   
 
 GoodSearch.com is a search engine, 
similar to Google.   
 
 Go to www.goodsearch.com and you 
can register to have your searches benefit 
PDDSN.  Then you just have to remember to 
use GoodSearch rather than Google or an-
other search engine. 

 

USE GOODSEARCH! 



♦ The after school programs at Lorrance & Carter Voca-
tional High School. 

♦ The new day program, Quality Care Management Adult 
Developmental Vocational Center.  Contact: Debra 
Raynor-Wynn, 918-4609. 

 Keep in mind that if a service is not used, or is under
-utilized, it is in jeopardy of disappearing!  So please check 
these out to see if one or more would be helpful to you! 

  Advocates, agencies, and CenterPoint’s DD Advisory 
work diligently toward identifying service gaps are doing every-
thing possible to ensure that these gaps are filled.  Through its DD 
Advisory and CFAC, CenterPoint, the local management entity, 
listens intently to consumers and families.  CenterPoint also puts 
out surveys to elicit information that will make the service system 
better. 

 Examples of programs that were put in place because 
you asked for them are:  

♦ The Tise Cottage Respite program, providing overnight and 
weekend respite for children from 6 p.m. Thursdays to 6 p.m. 
Sundays.  Call Billy Sheffield at 721-7628 to learn more and 
to sign up! 

4045 University Parkway 

Winston-Salem, NC 27106 

Phone: 336-714-9120 

E-mail: pdssnemail@gmail.com 

Website: www.pdssn.com 

 
PDSSN friends—if  you are not yet a mem-
ber of PDSSN, consider joining, please. 
You can print the membership form  you’ll 
find on our website and mail it with your 
$10 family membership annual dues to: 
 
PDSSN 
Helen Johnson, Treasurer 
PO Box 91 
Pfafftown, NC  27040 

 
PDSSN is a non-profit organization 

Piedmont Down Syndrome Support Network 

Be Sure to Use Services You Need 

 
COME AND DANCE! WELCOME SPRING! 

Spend some more time with your family 
Get More Exercise 

Catch Up with Friends 
No Limits II 

When: Second Friday of each month, 7—9 p.m. 
Where: Pinedale Christian Church  
(Directions on PDSSN Web Site) 

 

Dance! Dance! Dance! 

“Very few burdens are 
heavy if everyone lifts.” 

YOUR PDSSN BOARD OF DIRECTORS 
President:  Wayne Kennedy   Other Family Members:   Professionals:    
Vice President:  Melinda Gentry    Lori Dahlin    Dr. Tamison Jewett 
Secretary:  Deborah Woolard    Barbie Wright    Dr. Will McGuirt 
Treasurer:  Helen Johnson    John Fuller    Rebecca Smitherman 
Self-Advocate: Brent Bennett    Margaret Warren    Chris Kelsey  
       Bill Donohue       


