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

• BEES—Building 
Exciting, Effective 
Skills for Parent-
ing—Next meetings 
are  September 23, 
and October 28 
(always the 4th 
Thursday of each 
month from 6- 7:30). 

• CENTERPOINT DD 
ADVISORY MEET-
ING—First Thursday 
of the month.  Next 
meetings: 10/7/10, 
and 11/4/10, 5:30—7 
p.m., CenterPoint, 
4045 University 
Parkway. (No meet-
ing in December.) 

• NO LIMITS II DANCE:             
October 8th! 

• BUDDY WALK 2010   
October 9th!  Save 
the date and tell your 
friends!  This is the 
10th anniversary of 
our Buddy Walk!  
Hooray for us! 

• PDSSN has served 
our families & com-
munity for a quarter 
of a century! 

•  

 

 

    Ten Years of Buddy Walk-ing In The Piedmont 
 

The Piedmont Down Syndrome Support Network will be celebrating 10 years of Buddy 
Walk-ing in the Piedmont!  The Walk is slated for Saturday, October 9 from 8:30 – 
12pm.  We will have plenty of fun things to do… inflatables, petting zoo, playground, 
fire truck, silent auction, fun walk and the famous talent show!  There will also be 
plenty of food and drink, so invite your family, friends, neighbors, and co-workers to a 
day of celebration for babies, kids, tweens, teenagers and adults with Down syndrome.   
 
Registration is easier this year!  Thanks to our president, Wayne Kennedy and Rich’s 
Web Design, on-line registration is now available.  Donations from relatives and friends 
from out-of-town can also use this tool to contribute throughout the year, not just for the 
Buddy Walk.  Corporate donors are also encouraged to use this tool. 
 
Mark your calendars for Saturday, October 9th and get your registrations in early to be 
guaranteed a 10th anniversary Buddy Walk t-shirt!  The Buddy Walk is the PDSSN’s 
only fundraiser throughout the year, but more importantly, the Buddy Walk is a day to 
celebrate the lives of individuals with Down syndrome!  Hope to see you all there!   
 

 - Lisa Kennedy, Buddy Walk Chair 

BUDDY WALK 2010! 

Billboard located on Silas Creek Parkway near Forsyth Tech—best seen traveling from Peter's Creek toward Forsyth Tech. 
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BEES Schedule 
 

23-Sep    Gail Hounshell                   
28-Oct    Loretta Arnn & Chris Kelsey  

Membership in Piedmont Down Syndrome Support Network offers some tangible benefits such as eligibil-
ity for workshop scholarships and the right to vote in elections, but the best intangible benefit you get is the 
pleasure of supporting activities that all children with Down syndrome and their families enjoy!  We keep 
saying it’s the best bargain available at $10 per family per year!  If your family is not among the names be-
low, we hope you’ll send a $10 check to Helen Johnson, our treasurer, today!   See the last page of this 
newsletter for Helen’s address.  Here are our current members:  
 
Anders, Bill & Kathy   Bennett, Tootsie, Bobby & Brent Bowen, Simon & Jessica 
Burnette, Karen & Wayne  Cook, Harold Clay   Dahlin, Jacob & Lori 
Donohue, Bill & Deb   Douglas, Robert & Kristin  Egan, Stuart & Laura Laxton 
Faulkner, Scott & Kristen  Falsis, Hilda    Fuller, John & Anike 
Gentry, Melinda & Jeff  Harvell, Michael & Karen  Haynes, Ali & Greg 
Jeffries, Sherry   Jewett, Tamison   Johnson, Helen & Jim 
Kelsey, Chris & Arnn, Loretta  Kennedy, Wayne & Lisa  Lane, Rosetta 
Liiperfert, Bailey   McGuirt, Will    Newton, Brian & Traci 
Reaves, James & Winnie  Rice, Ron & Phyllis   Sauer, Stephen & Sandy 
Severt, Nancy    Smitherman, Rebecca   Varner, Craig & Patti 
Warren, Greg & Maggie  Wright, Brad & Barbie  Butler, Richard & Anita  

 

October is 
National  

Down Syndrome 
Month! 

 

     Meet Miss Emma 
Wright, pictured to 
the left in her gym-
nastics leotards.   
 
     T h i s  l o v e l y 
young lady is in pre-
school.  She’s also 
active in gymnastics 
and softball!  You 
go, Emma!! 
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We asked for some good news and we got some great news!  Continue, dear readers: 
 

Kids love drama. 
 

It gives them license to be creative, to have fun and to cast off 
their inhibitions.  And all of that applies to children with spe-
cial needs as well. 
 

The folks at Piedmont Players Theatre realized this — but 
they were also aware that their regular drama camps could be 
overwhelming for some children. So this year, they held a 
weeklong special needs drama camp.  It was a hit. 
Board member Beth Miles came up with the idea as the sum-
mer camps were being discussed.  “It’s been so much fun,” 
said Jtan Whisenant, who co-directed the camp with Miles.  
“People really underestimate people with disabilities,” said 
Whisenant, who is a special education teacher with Rowan-
Salisbury Schools.  “We tried to gear it at their level, to make 
it fun,” she said. “They have so much imagination, if you can 
get it channeled.” 
 

Campers were introduced to various drama techniques, including mirroring, mime and improvisation. 
They also did set construction and made the programs for the play they performed for parents and friends 
at the end of the weeklong session.  The play was “The Three Little Javelinas,” a version of “The Three 
Little Pigs.”  “They’ve learned so much, and we’ve learned so much,” Whisenant said.  The audience 
learned that javelinas are “wild, hairy Southwestern cousins of pigs.”  As Whisenant read the book, the six 
campers acted out the story, and did much of the dialogue. 
 

Matthew Holland immersed himself wholly in the role of the coyote (or wolf, in the more traditional telling 
of the story).  Holland, who has cerebral palsy, is a student at Erwin Middle School.  “Little pig, little pig, 
let me come in,” he said.  His mother, Rhonda Bass, was happy that the camp was offered.  Several years 
ago, Matthew attended the regular drama camp at the Meroney, but it proved to be “a little too much” for 
him, Bass said.  This time around, he enjoyed drama camp immensely, she said.  “It’s been a great experi-
ence,” she said. “And as you can tell, he’s a little ham.” 
 

On Friday morning before the performance, campers explored the costume room and tried on their favor-
ites, until finally selecting a costume to wear for an impromptu parade down the street.  “I think they tried 
on every costume in the costume room,” said Elizabeth Muth, a PPT staff member who added that campers 
came by the PPT office to stage a fashion show. 
 

Besides learning their parts in “The Three Little Javelinas,” the campers made the set and the programs — 
which were hand-drawn and written on construction paper. 
 

Other participants were Karli Fuller, Tanner Grumbles, Grace Dixon, Emily McCoy and Maggie Fitzger-
ald.  Assisting with the camp were Scarlett and Tara Speaks and Katie Davidson. 
 

Whisenant says that she hopes this year’s camp for children with disabilities is the first of many to come. 
 
 

Grace Dixon and Karli Fuller in the Drama Camp 
production of "Three Little Javelinas" at the 

Meroney Theater.  
Photo by Jon C. Lakey, Salisbury Post. 
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Ladies Night Out (LNO) for the PDSSN is a social group that meets every month or so at various 
restaurants in the Winston-Salem area.  It is a great place to make new friends and share information 

in an informal setting.  The dates and times are not set, but are posted on the PDSSN website.  For more 
information, please feel free to contact Kristin Douglass at douglass_rob@hotmail.com or 336-813-
9260.  We are always happy to see new faces! 

 
A conference on Self-Awareness (for parents & professionals) will be held October 23rd.  If you 
have a teen or adult with DS, you'll want to know more about this great opportunity.  On page 12 

you’ll find the registration form.  A modest (early) fee of $15 covers snacks & lunch.  The speaker is Terri 
Couwenhoven, a nationally recognized author - she's particularly interested in folks with Down syndrome, 
but if you have friends whose children have other disabilities, you can be sure that the content of the con-
ference will apply to them as well, so encourage them to come, too.  An  11-session series (for residents of 
Forsyth, Stokes, Davie & Rockingham Counties only) will follow-up, details to be announced later.  The 
series is meant for teen or adult children who have disabilities and their parents. Attendance of parents/
caregivers at this conference is a requirement of participation in the series.  

 
From Kathylyn Barnhill:  Great story posted @ NDSS by a local Special Olympics coach.  She  did 
this in response to the e-mail NDSS sent out.  http://ndss.org/index.php?

view=article&com=com_content&id=252   click on this link then click on “Friends” and read Suzanne 
Marin’s story about “My Athletes.”  You may recognize the description of someone you know! 

 
Cherith Cottage in Monroe, NC, just south of Charlotte, NC, is a beautiful place for family caregivers 
to go and find some peace and be cared for in return.  This is a free place to stay and food is pro-

vided.  Please check out Cherith Cottage on their Facebook page, and at their blog.  One parent said, “I 
have personally stayed here and found it to be a beautiful place to let go of my care-
giver stress!  I highly recommend it if you can travel to this area!!!  The people who 
run it truly know what you are going through!  That is why they have created this little 
oasis.” Thanks to Laura Laxton for letting us know about this great service.  Check it 
out: www.facebook.com/cherithcottage or www.cherithcottage.blogspot.com.  This is 
a free service for caregivers only. 

Amy Grant has again generously agreed to take photos at this year’s Buddy Walk.  We are very ap-
preciative to her for sharing her talent with us!  “The Clemmons Photographer” will capture your 

smile!  Be sure to have your family included! 

 Got Talent?  Sherry Jeffries is looking for you to be on stage at the Buddy Walk!  Write to Sherry  at 
sjeffries5@triad.rr.com no later than 9-26-10 and let her know how you’d like to entertain us.    

 
Dr. Tamison Jewett continues to stand by to answer your questions in the newsletter.  Send your 
questions to pdssn@gmail.com.  Your name will not be used without your permission. 
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One self-advocate (Jeremy Donohue), and five parents: Ethan’s mom, Kristen Faulkner; Jeremy’s parents, 
Deborah Woolard and Bill Donohue; and Malcolm’s parents, Laura Laxton and Stuart Egan, attended the Na-

tional Down Syndrome Annual Conference held in Orlando this summer.  Here are parts of their reports: 
 

Jeremy’s Perspective: 
I want to tell you about my trip to Orlando.  The first day I swam in a big pool 
and was the King of the Water slide.  It was lots of fun and a fake Jaguar pre-
tended to pee on me on the way down.   It was really hot the whole time I was 
in Florida. 
 
The second day I got up early and headed to Universal Studio Theme Park.  The 
first thing I did was to go to the Harry Potter 
exhibit.  It was amazing.  We passed by the 
Hogsworth Express and headed through the 
village to the school.  The school looked just 
like it did in the movie.  We saw the sorting 

hat.  The photos in the photo gallery talked to us.  I decided to be brave and 
ride the roller coaster through the school.  Some 
parts were okay but the rest was really fast and 
scary.  Large spiders and other things that Harry, 
Ron, and Hermonie had to fight came after us.  I 
flew behind Harry in a tournament game.   
 
We watched a competition between two rival 
schools.  One of the girls got her hair tangled in her long ribbon and had to leave the 
competition.  
 
We went to the wand shop and the owner of the shop 
picked me as the person who was there to buy a wand 

while everyone else watched.  He gave me a wand and 
asked me to say some words and wave my wand to make 
one wand come off the shelves.  Instead a lot of wands 
started to fall off the shelves.  The shop owner had to use 
his wand to stop them.  He declared that wand was the 
wrong one.  We tried another wand and when I waved the 
wand and said words to make a ladder move, all the draw-
ers started coming in and out until the shop owner stopped 
them with his wand.  Then he asked for my birthday and 
tried a wand made of alder wood and Phoenix feathers.  The 
shop lit up and we knew I had the perfect wand. 

 
(Continued on page 6) 
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There were 350 self advocates at the National 
Down Syndrome Congress conference.  We had 
two days of programs and two dances.  Ryan Ro-
tundo asked me to do a PowerPoint presentation 
at the Brothers and Sisters conference.  I told 
them about my life and about Beyond Academ-
ics.  I met a guy named Sam who wants to come 
to school here.  

 

The picture to the right is me with Congresswoman Cathy McMorris Rodgers.  She 
has a son who has Down syndrome. 
 
I hope to go again next year when the conference is in San Antonio, Texas. 

 
Kristen’s perspective: 
For us, the convention is more than just a chance to sit in informative sessions for a weekend, it is also a time to spend 
time with our extended family in the Down syndrome community.  I have met some of my closest friends because we 
share the common bond of having children with Down syndrome.  We are each other's support, even if our kids are fac-
ing different challenges.  Convention is a time to be together and really feel like you belong without any prejudices or 
preconceived ideas.  (Just some advice for those traveling with children, if you didn't know it already- there is a family 
security line at the airport!  If there hadn't been that line, we would have missed our flight out of Charlotte since we hit a 
45 minute delay on the way there.) 
 
 .  Registration opened up Thursday night and after I picked up our packets, I noticed Dr. Libby Kumin sitting on one of 
the benches in the convention center hall.  I made a point to go up to her and talk about Ethan's recent Loyola evaluation 
(which was at a clinic that Dr. Kumin founded!)  The therapist that evaluated Ethan was a student of Dr. Kumin's and she 
spoke very highly of our therapist, Maren.  I happened to have the evaluation in my bag and Dr. Kumin was happy to 
look it over.  This may have been a highlight of our weekend.    
 
The Complex Needs sharing session is one of my favorite parts of the convention.  The sharing sessions consist of differ-
ent options:  Mothers Only for different age ranges, Fathers Only for certain age ranges, Single Mothers, Grandparents, 
and Complex Needs, and others.  The first year I attended a conference where I noticed the sharing sessions was in At-
lanta and I went to the Mothers group for 5 year olds.  There was absolutely NOTHING that I had in common with those 
moms.  So, when Kansas City had the Complex Needs session, I was SO excited.  There are many times that I feel iso-
lated even from the Ds community, and in the Complex Needs session I am surrounded by other parents that feel the 
same way.  We can share and learn our experiences and knowledge.   
 
Opening Ceremonies!  The OC is always inspirational as we learn new developments and get to hear from some amazing 
self-advocates!  Ethan was so funny- he kept walking up and down the aisle laughing.  Another great thing about con-
vention - kids can talk or walk down the aisle without upsetting anyone.   
 
The first session that Scott and I attended was given by Dr. George Capone.  Dr. Capone is very well-known in the Ds 
community.  He has done a lot of research on neurobehavioral disorders in people with Ds.  This could range from those 
on the Autism spectrum, to bi-polar disorder, to ADHD, etc.  The bottom line for us was that there are so many charac-
teristics of Ds that coincide with autism, so it is not always the easiest to give a concrete diagnosis of autism.  It just de-
pends on the professional you are seeing to make that diagnosis.  Dr. Capone talked a lot about different medications and 
answered many parents’ questions and concerns in regard to those medications.  
 

(Continued from page 5) 

(Continued on page 7) 

Representative Cathy McMorris Rodgers 
& Jeremy Donohue at the 2010 DS Con-
ference.  She is the congress woman from 
the 5th district of Washington State and 
the mother of a son who has Down syn-
drome.  She is Co-Chair of the Down 
Syndrome Congressional Caucus.  
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Saturday night ended with the dance.  We ♥ the dance.  It is the absolute best time to see all of the self-advocates to-
gether with their friends and families to dance and have the time of their lives!  Seriously- there is nothing like it!  It is 
always a great time to be together!  I would say that this year's convention was a HUGE success!  We saw friends, 
laughed, and cried.  We were educated and we were inspired.  Thank you, again, to PDSSN for giving us the amazing 
opportunity to be able to attend!   
 
For more details, my recap of the convention can be found on my blog here:  http://faulknerfam.blogspot.com/2010/07/
ndsc-annual-convention-orlando.html  Check out my friend’s blog at http://mdbeau.blogspot.com/2010/08/ndsc-convention-
workshops.html 
 
Laura’s perspective: 
 
Having only been to task-oriented or best-practice conferences or conferences for work purposes before, I really had no 
idea what to expect at the NDSC convention. Looking back, I think that probably was for the best, because it left me 
very open to an "anything is possible" mentality. And, having a young child with DS, remaining open to the possibilities 
is definitely a good thing! 
 
First off, it was VERY cool seeing so many self-advocates in one place. I've been around a lot of kids but not too many 
adults and young adults. And let me tell you, this was one empowered bunch! They were doing their own thing, thank-
you-very-much, and doing it without holding back. At one point, I saw a young lady dressed – I thought – as Jasmine 
from Aladdin. Which, considering this was at Disney, didn't seem as out of place as it might sound. But when I saw her 
again, I realized that it was one of the self-advocates in her belly-dancing costume for the talent show. I don’t know if 
you’ve ever tried it, but my mother has and she assures me it is NOT easy. My hat is off to that young lady – and the rest 
of them, for living their lives (the theme for one self-advocate’s keynote presentation). Seeing them gave me a glimpse 
into the possibilities in Malcolm’s future, and I came away feeling reassured.  
 
To maximize the number of workshops we could attend and amount of information we could gather, my mother came 
along and took care of McKenzie and Malcolm during the convention. (I hope to be as brave as she is one day – she took 
both kids to their first visit to Disney all by herself. Wow.) I really wanted Stu to attend the sibling session by Dr. Brian 
Skotko (I met him at another conference and am a total fan). Unfortunately, that session was so full they had to turn peo-
ple away because of fire codes. Still, most of the people leading the workshops we attended were really good. Lots of 
practical advice and updates on current research and thinking. 
 
Since Malcolm is about to turn 3, I went to three sessions on speech/early language, including two by the company 
DownsEd: "Teaching Reading to Teach Talking," and "Promoting Speech and Verbal Memory." Of everything I saw, 
heard or read, those two sessions stand out. Not only was the presenter fantastic, but the information gave me one of 
those “Oooooohhhh!” moments.  

(Continued from page 6) 
 
My next session was about the legislation affecting those with Ds.  I was particularly interested in the ABLE Act.  What 
is the ABLE Act?  Basically, it is an account that money can be placed in that does not affect services provided to those 
with a disability.  So, Ethan was on Social Security Disability, BUT it governed how much money Scott and I could 
make, how many cars we could have, how much money we could have saved...the ABLE account would make that 
money exempt from being counted towards the limits put down from the government.  As kids with Ds grow into adult-
hood, they need the opportunity to have money saved just like you and me.  This is a great movement for our kids!   
 
During the legislation session, Scott took Ethan to the Post-Walking Skills session with Patricia Winders.  Scott reports 
that we should be working with Ethan more on balance boards and kicking a ball.  He says that the transition from carpet 
to hard wood can be especially noticeable to a person with Ds.  This may be why Ethan would always drop to the floor 
each time he made that transition.  (Side note that I learned from another session:  Numerous parents reported that 
the Sketchers Shape-Ups have helped tremendously for concentration and balance for their children!) 
 

(Continued on page 8) 
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The way humans typically acquire language is through auditory repetition, that is, hearing a word over and over. How-
ever, auditory memory is a weak spot for people with DS. Visual memory, though, is very strong, making whole-word 
recognition easier than it is for typically developing children. As a result, children with DS can learn to recognize and 
comprehend words and sentences long before they have the physical skills necessary for speech. And just like learning 
sign language, this can help cut down on frustration and temper tantrums by giving children another way to communi-
cate. Stay tuned, and we’ll let you know how putting theory into practice goes! 
 
We did not attend the evening banquets and ceremonies; with two younger children, it simply would have been too 
much. So I did not get to hear Kelle Hampton speak, which is probably my single biggest regret. (If you don’t know who 
Kelle is, get thee to www.kellehampton.com and click on “Start Here if You’re New.” You won’t regret it, but you will 
spend a loooong time catching up, and you will most likely cry. There; I warned you.) But would it have been worth the 
complete meltdown(s) that would have occurred?  Hmmmm … Probably not.  
 
The convention also reinforced some things that I know but forgot: There are a lot of amazingly smart, compassionate 
people out there who are working really hard on behalf of people with Down syndrome; there is a lot I don’t know and 
have yet to learn; Orlando in high summer *is* hotter than the seventh level of hell; for every question there is probably 
an answer – that probably raises more questions; and children with DS have an extraordinary beauty.  
 
Stu’s perspective: 
 
To say that attending the NDSC Convention was a worthwhile endeavor would be a severe understatement. Witnessing 
what other families and friends have accomplished for the advocacy of those with DS was reaffirming and inspiring. I 
am truly grateful for the opportunity to attend. Laura and I attended different sessions except for one. We thought if we 
“divided and conquered,” then we could get the most out of the convention. 
 
Literally minutes after arriving at the convention site, I attended a support meeting for fathers with children under the 
age of 5, sharing experiences, victories, and strategies for helping to parent a child with DS. What I had expected was a 
session in which “war stories” would be passed along, but what I heard were accounts of fathers being proactive in help-
ing their children achieve. Any challenges in raising a child with DS (sleeping problems, speech development, early 
IEPs) that a father wanted to share were met with experience from other fathers that was empowering and beneficial. 
 
Patricia Winder’s session “Physical Therapy for Children with DS” really opened my eyes to the possibilities of helping 
our kids develop gross motor skills with uncomplicated but specifically directed exercises. Ms. Winders has published 
many well-received books about gross motor skill development through Woodbine Publishing. With Malcolm gaining 
more strength in his legs and a better sense of balance, continuing his PT at home (beyond what the wonderful people at 
The Special Children’s School have done) is very realistic. Ms. Winders was actually having parents bring their children 
up front and, in a matter of minutes, had them walking with a more-refined pattern and gait that actually helped to work 
major muscle groups. 
 
I also attended a session that introduced to many fathers the support/advocacy group called D.A.D.S. (Dads Advocating 
for Down Syndrome). Started in Indiana, D.A.D.S. has helped fathers of children with DS come together for fellowship 
and service work. The founders who presented the session emphasized the service aspect. I especially enjoyed hearing 
the stories of many fathers' personal need to be connected to others who understand the challenges with raising a child 
with DS. If there is any interest on the part of other fathers in the PDSSN area, this might be a great outlet to come to-
gether and talk about what unites us as “Dads.” 
 
Laura and I were also very interested in the sessions that dealt with literacy and the teaching of reading skills. As a high-
school teacher, I sometimes feel that I should know more about teaching reading skills, but with Malcolm turning 3 very 
soon, I am more than willing to learn from others. I was amazed to hear from a couple of presenters exactly what keen 

(Continued from page 7) 
 

(Continued on page 9) 
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visual learners most children with DS are. Whole-word recognition rather than phonics-based approaches seems to work 
the best, and the earlier that reading and recognition skills are taught, the better. Laura and I were especially impressed  
with an approach developed by DownsEd, which we hope to start with Malcolm this fall.  
 
Above all, the people, the fellowship and the feeling that there are so many people advocating for our kids and family 
members, made this a memorable experience.  
 
Deborah’s Perspective: 
 
There is always something new to learn at the conference and our involvement has changed over the years.  First there 
was a need for childcare for Jeremy & Lindsay so we didn’t miss any sessions on topics like walking and talking.  Now 
one of the greatest motivation for attending is Jeremy directly.  He loves being part of the Youth and Adult conference 
which NCSC had to close this year when enrollment reached 350.  Last year Jeremy with Lindsay’s help presented to the 
Y&A conference about his experiences at Beyond Academics.  This year he was asked by his UNC-G roommate of 
sophomore year to give a PowerPoint presentation about his life, including work and college experiences.  (He allowed 
his parents to view from the back of the crowded room.) 
 
When you sign your child up for the Y&A conference (15 & older) you select a support option.  This was the first year 
Jeremy had free reign of the hotel and conference center.   He did great and we continue to be proud of Jeremy’s confi-
dence and the advancement of his independence. 
 
Deborah and Bill focused their attention on medical issues, independence building, dating and relationships.  Deborah 
participated in the Down Syndrome Medical Interest Group (DSMIG) during the pre-conference session.  Bill attended 
sessions for Affiliate Leaders.  While Bill’s article on “grooves” is on the next page, I will offer random tidbits & infor-
mation from the DSMIG below: 
 
♦ 1999 DS Guidelines need to be updated.  The problem is that they were developed without adequate research to back 

recommendations and lack of research continues to be a problem.   
♦ Screening for Alzheimer's and dementia - need to look for other medical problems first then evaluate mood, motor 

skills, and cognitive abilities. 
♦ Medical problems frequently present as a change in typical behavior. 
♦ People with Down syndrome (DS) tend to have a high pain tolerance that can make problems more difficult to diag-

nose. 
♦ Physicians tend to over diagnose Alzheimer disease in people who have Down syndrome or blame symptoms on 

their intellectual disability. 
♦ People with DS tend to have osteoporosis and osteoarthritis at an earlier age, including spinal stenosis.   
♦ People with DS have a low incidence of coronary artery disease.  
♦ Guidelines for cervical spine x-rays remain controversial.  Most children have extension, flexion, neutral with neural 

canal width at C1C2 with norms and atlanto-dens intervals for each view between ages 3 and 5 years.  Some recom-
mend repeating every 10 years.  Less than 4.5 is considered normal but that number was questioned.  Children typi-
cally do not show symptoms until age 6 or 7 and are sometimes missed on routine exams.  Most recommend those 
with an atlanto-dens interval of 4.5 restrict diving, gymnastics, forward rolls, and contact sports.  Those with an in-
terval of 4.5 are typically referred to a neurosurgeon. 

♦ While the incidence of renal abnormalities are increased in people who have Down syndrome, routine screening af-
ter birth is not recommended since most significant abnormalities would be noted on the 20 week prenatal ultra-
sound. 

♦ 20-25% of people with DS have a mental disorder at some time in their lives. 
♦ OCD (Obsessive Compulsive Disorder) is present in 5% or more of people who have Down syndrome while present 

in only 2 % of the general population.  People who have DS tend to have more compulsions than obsessions.  They 
tend to be orderly, tidy, and tend to need things “just so”.  They tend to have perseverance of speech, frequently ask-

(Continued from page 8) 

(Continued on page 10) 
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ing questions or needing reassurance.  They may have a tendency to skin pick, rub, or touch.  They tend to have a 
fascination with movie themes or characters, which is related to their good visual skills. 

♦ Depression may or may not be accompanied by anxiety.  It is more prevalent in people who have Down syndrome.  
Depression is present in 5 - 12% of people over age 20 years with DS.  4% in people who have intellectual disabili-
ties but not DS.  2% of general population have depression.  Depression is sometimes related to a vitamin B12 defi-
ciency.   

♦ Self talk, which is common in people who have DS, sometimes leads to a misdiagnosis and treatment for mental 
health problems. 

♦ Obstructive sleep apnea may mimic or complicate symptoms of mental health conditions.  
 
Bill’s Perspective: 

Down Syndrome is Groovy! 

Sometimes a new metaphor is helpful in describing our kids and young adults.  At the recent convention in Orlando, 
Down syndrome “grooves,” seemed to be the catch phrase to chronicle the stereotypic stubbornness, rituals, and routines 
that can drive parents and caregivers crazy.  In fact, it is more than just a resistance to change, accompanied by a “flop 
and drop” at  the most inopportune times.  Here’s what we learned. 

Grooves are patterned responses to the world around us; not just opposition.  There are actually many benefits, offering 
structure to daily lives, organizing rooms, personal items and appearance.  These can also increase independence, help-
ing people with Down syndrome become more conscientious and reliable.  Work routines done in this fashion are highly 
valued by some employers.  In the same vein, many with Down syndrome find comfort and security in the groove, a time 
to relax and regroup. 

In several sessions on memory, it was described how the brain of a person with Down syndrome is highly visual, from 
childhood images of unforgettable joy to traumatic events.  These visual pictures are hard wired and constitute how the 
world should be in their minds.   From the need to have certain objects in a certain place in a room to going a certain 
(visually familiar) route to grandmother’s house.   

Phobias are the same, based on historic images of a dog bite, a man in a lab coat, or other traumatic sensory images.  
Rather than serve as a positive “groove,” they become a negative roadblock.  They are neither obsessive or compulsive 
in the clinical sense,  but their patterns are repetitive and easy to explain.   Under stress, however, they can become very 
concerning. 

Since so many of the behaviors we see on a daily basis are tied to visual memory, one way to reduce the negative 
“groove” is to introduce new images through picture stories or reframing memories with new pictures.  A story was told 
of a traumatic memory of a grandparent’s funeral, addressed through sharing pictures of happier days.   

While having a new name for stubbornness may not change the behavior, it does offer a new, more positive frame of 
reference for our work as parents and caregivers. 

Thanks to Jeremy, Kristen, Laura, Stu, Deborah, and Bill for sharing these wonderful reports on the Conference! 

(Continued from page 9) 
 

 

Most people don’t know that there are angels     
whose only job is to make sure you don’t                  

get too comfortable                                                   
and fall asleep and miss your life. 

 

- Brian Andreas “Still Mostly True” 
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About This National Study 
UNC Chapel Hill along with the Carolina Institute for Developmental Disabilities is carrying out a Study 
of Brain Development in Infants with Down Syndrome.  This study, funded by the Foundation of Hope is 
currently searching for children to participate in the South Eastern US who meet the following criteria:  

♦        Are between the ages of 0-6 months of age (parents who are expecting may also be eligible) 
♦       Have a diagnosis of Down syndrome 
  

What Will Happen If You Participate 
♦       Your child will receive a comprehensive series of developmental assessments 
  
♦       Your child will receive an MRI scan while they are sleeping (all travel and lodging costs are reim-

bursed, and any services we provide are at no charge to you) 
Why You Should Participate 

You and your child will be a part of this important study that will help provide important information about 
brain growth and development of children with Down syndrome, and may give clues that could eventually 
improve the outcomes for children diagnosed with Down syndrome.  You will also receive reports on the 
assessments completed with your child and have access to some of the leading researchers in child devel-
opment.   

How You Can Help 
You and your child can be significant contributors to the success of research!  Participating in this study is 
not the only way to get involved.  Please consider sharing this information with your friends and family. 
 If you would like more information about this study, please call 1-800-793-5715.  You could also send an 
email to IBISNetwork@gmail.com. 

Did You Know PDSSN Has A Lending Library? 
     Here’s something you need to know!  A seldom-tapped resource is awaiting you!  The PDSSN Library 
is cared for at Family Support Network of Greater Forsyth at The Special Children's School.  
There are 19 books ready for your check-out.  Contact Betty Cole, at 336/924-5301, and she will help 
you.  One of the books available is the “inspiration book” for the October 24th conference (see note on 
page 4 and registration on page 12), by Terri Couwenhoven, the conference leader.   

Updates! 
♥ Word just in:  Brenner Children's Hospital of Wake Forest University Baptist Medical Center is con-

tributing $1,000 to our Buddy Walk!  Thanks goes to Sherry Jefferies for obtaining Brenner’s support of 
PDSSN!  Next issue we will tell you names & businesses of all the sponsors. 

♥ Be sure to patronize Chic-fil-A on Hanes Mall Blvd. (near Sam’s).  They generously offered to sponsor a 
“Spirit Night” for the Buddy Walk on September 16th.  Between the hours of 5 & 8, 15% of the proceeds 
of sales where the Buddy Walk is mentioned will go to PDSSN!  (If you’re reading this after the 16th, 
when you go in, thank the manager for their wonderful sponsorship of our event!) 



 
ADVANCE NOTICE! 
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Self-Awareness Conference 
              October 23, 2010,  9 a.m.—4:30 p.m. 

              The Village Conference Center, Clemmons, NC 27012 
 

                                             □ Forsyth  □ Stokes 
                                 □ Davie     □ Rockingham   

Name: _________________________________ County:      □ Other ______________   
 
Email Address: _____________________  Phone Number: ____________________ 
 
Mailing Address: _______________________________________________________ 
 

□ Parent    □  Professional (Name of Organization: ________________________) 
 

Early registration prior to October 15, 2010 = $15 per person.   

After October 15, 2010 = $20 per person. 
Registration fee includes a beverage, sandwich lunch, and snack. 

 
 
 

Please select your preferred lunch: 
 

Bread:     Filling:      Cheese: 

□Kaiser Roll   □Smoked Turkey Breast  □No cheese 

 □Wheat Bread   □Honey Glazed Ham   □American 

 □Hoagie   □Chicken Salad   □Swiss 

 □Croissant        □Cheddar 
 

 
 

Please complete this entire form and send it with your check (made out to CenterPoint) to: 
Sandy Sauer, 2693 Weymoth Road, Winston-Salem, NC 27103 

Questions?  Call or write Sandy — 336/760-5729 or sssauer@aol.com 

Parents, please complete this section, too:   
 

My child is:  ____ years old, and is a □ male, or a □ female.   
My child is □ a CAP-MR/DD recipient  or □ is not on CAP. 

 
An 11-session series will be provided at no charge to families (parents/guardians and their 
teen or adult children who have disabilities) living in Forsyth, Stokes, Davie or Rockingham 

counties.  The parent/guardian must have attended this full day conference.   
 

Would you be interested in enrolling yourself and your son/daughter in the series?   
 

□ Yes      □ No      □ Undecided 



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 

 
COME AND DANCE! WELCOME FALL! 

Spend some more time with your family 
Get More Exercise 

Catch Up with Friends 
No Limits II 

When: October 8th:  7—9 p.m. 
Where: Pinedale Christian Church  
(Directions on PDSSN Web Site) 

 

Dance! Dance! Dance! 

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

I’m Different—Just Like You 
 

Susan Pepper of Triad First in Families is starting a new project and is asking for your help.  A compilation of  written 
work and artwork by people with disabilities in the Piedmont-Triad area will be published as a book:  I'm Different - 
Just Like You. 
 
The book will have short stories, poetry, essays and artwork by people of all ages with disabilities.  It will showcase the 
talents of people who are often only seen for their disabilities and not for their abilities.  It will give a voice to people 
who are seen in the community, but rarely known.  This would give them a chance to show that although they have a 
disability, they are not defined by the disability; they have goals, dreams and feelings like everyone else.  It will em-
power those with disabilities while it encourages those without to look beyond the disability and get to know the person. 
 
Community involvement will be key to success:  schools and organizations encouraging submission of work; commit-
tees consisting of local writers and artists to choose what will go into the book; and volunteers to prepare it for publica-
tion. 
 
The net proceeds will go to two nonprofits who work with the disabled and foster creativity - Triad First In Families and 
The Enrichment Center.  Submissions for the book will be accepted until December 31, 2010.  The Guidelines for Sub-
missions and a Submission Form can be found at  www.imdifferentbook.com.  


