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A  F E W  

U P C O M I N G EVENTS

 APRIL 17: LADIES 
NIGHT OUT - 7 P.M. 
AT MELLOW 
MUSHROOM. 

 APRIL 26: KIDSFEST

(see p. 2) 

 MAY 2:  NO LIMITS II 

ANNUAL FORMAL-

DANCE, THE VIL-

LAGE INN & CON-

FERENCE CENTER 

IN CLEMMONS.

 MAY 20 PDSSN 

BOARD MEETING, 

5:30 P.M.

 JUNE 14: NEW PAR-

ENT CELEBRATION 

(see p.7 for details) 

 SEPT 12:  NO LIMITS

II DANCE AT THE 

VILLAGE INN & 

CONFERENCE CEN-

TER, CLEMMONS.

 OCTOBER 4th: 
PDSSN BUDDY 
WALK

DON’T MISS

ANYTHING!

BE SURE TO

VISIT THE 

PDSSN  

CALENDAR AT 

OUR  WEBSITE: 

PDSSN.ORG 

AND OUR 
FACEBOOK AT
FACEBBOOK. 
COM/PDSSN

On Thursday, March 20th, Brent Ben-
nett and his family traveled to Raleigh for a 
special ceremony in honor of World Down 
Syndrome Day (which was 3/21).  

It was a wonderful event that was held 
at the Governor’s Mansion.  Light refresh-
ments were served and everyone had an op-
portunity to mingle and visit before the offi-
cial ceremony started.  

Brent represented our PDSSN organi-
zation with a speech at the ceremony, and sev-
eral others from the Triangle Down Syndrome 
Network spoke.  Governor Pat McCrory ad-
dressed the attendees, and then the Governor, 
including Brent, Ella Parsons and others, 
pressed the magic button that lit the mansion 
with blue spotlights. 

This was a great celebration and a spe-
cial way for North Carolina to honor World 
Down Syndrome Day on 3/21!  

As Brent said in his speech, “Thank 
you, Governor McCrory, for celebrating 3/21, 
and all of the special people that it repre-
sents.” 

A big THANKS, Brent! 

 APRIL 24:  
EXCEPTIONAL 
FAMILIES - DR. 
KURT KLINEPETER

https://www.facebook.com/PDSSN
http://pdssn.org/calendar-2/pdssn-calendar/
https://www.google.com/calendar/render?eid=Yms5dHZuY3U5ZW03NGEwdmw1bWVyaDJwaThfMjAxNDA0MjRUMjEzMDAwWiBpbmZvLnBkc3NuQG0&ctz=America/New_York&sf=true&output=xml
https://www.google.com/calendar/render?eid=aTFtZTRqYjVsMjVqbmwzcGpocTY2OTNqbDAgaW5mby5wZHNzbkBt&ctz=America/New_York&sf=true&output=xml
https://www.google.com/calendar/render?eid=ajdlbHQ2NWN0bm9jMWdmcjM5cGxtY3E3ZjAgaW5mby5wZHNzbkBt&ctz=America/New_York&sf=true&output=xml
https://www.google.com/calendar/render?eid=am01ZGJwN3VobTQxcGY3N245anNxcDd1ajQgaW5mby5wZHNzbkBt&ctz=America/New_York&sf=true&output=xml
http://pdssn.org/calendar-2/new-parent-celebration-registration/
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BUDDY WALK 2014 WILL BE HELD ON SATURDAY, OCTOBER 4th!! 

We’d like to send our sincere thanks to West Forsyth High School for hosting the Buddy Walk again this 
year.  Plans are already underway!  Click here if you’d like to join the Buddy Walk Planning Committee 
and help us make this our best Buddy Walk ever!  Stay tuned for more information in PDSSN’s Summer 
News! 

Dear PDSSN Members and Friends, 

Yay!  Spring is finally here!  

I admit that I had a great time sledding with my son and watching the joy on his 
face as I unsuccessfully tried to dodge the snowballs he threw at me.  That said, I 
was glad when the snow melted a few days later.  I love seeing the daffodils and 
watching the buds forming on the trees!   

I’m not sure why, but somehow this time of year energizes.  That works out well 
since we have lots of exciting PDSSN activities coming up!  We’re hosting our first New Parent Celebra-
tion (see article on page 5).  I’m also thrilled that we’ll be strengthening our outreach to new families by 
training additional volunteers to participate in our First Call Program (see article on 
page 3).  Remember that you can find all of our activities listed on the PDSSN cal-
endar on our website.  Click here to bookmark the webpage for easy access in the 
future.  

I look forward to seeing you soon! 

Dana 

When: April 26th from 1-4 p.m.
Where: Manchester Plaza, Wake Forest Campus

What: A FREE fair-like day of fun for the families and children of the Wake 
Forest Community and the Centers of Exceptional Children

Parking is available in Lots G, H, and F. Here is a map of the campus to reference.  

Look for HOPE volunteers and balloons leading the way! 

Questions? Contact Cameron Miller or Chloe Evans Cross

http://pdssn.org/calendar-2/pdssn-calendar/
http://pdssn.org/calendar-2/pdssn-calendar/
http://facilities.wfu.edu/downloads/parking-map.pdf
mailto:millce11@wfu.edu?subject=Kidsfest%20Question
mailto:evancc11@wfu.edu?subject=Kidsfest%202014
http://facilities.wfu.edu/downloads/parking-map.pdf
http://pdssn.org/join-us/volunteers/
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PDSSN Friends: 

As the new President of the Board of Directors I feel a special obligation to advance 
our organization in every dimension.  John Fuller steered us smoothly through the often 
stormy waters of non-profit status and hiring Dana as Executive Director.  How fortunate 
we been on both counts, enjoying new leadership and service models for our families and 
greater net assets for our organization.   However, in some respects, our work has just be-
gun. 

As each of us comes to learn, advocating for our child is not enough.  To truly advocate and advance 
opportunities for our children, we must advocate for ALL children with special needs.  As our kids grow and 
mature, we learn that adults with Down syndrome have special needs, parallel to our own, which never cease.  
They just change.  And, so must we. 

On St. Patrick’s Day, 2014, the Division of DHHS unveiled a sweeping, plan for changes in the way 
people with special needs will be serviced in North Carolina.  While scaled back from the Governor’s initial 
plan for privatization, it is nonetheless something EVERY parent, grandparent or sibling of a family member 
with special needs should understand.   The plan unfolds more slowly and responds to many stakeholder con-
cerns about the system’s existing fragility.  But it is full of proposals and budgeted remedies that should be 
thoroughly and cautiously read.  Please CLICK HERE to do just that. Please pay particular attendtion to the 
sections highlighted in yellow.

Here are some numbers which should be of particular interest to you.   There are over 700 people with I/
DD being served with the Innovations Wavier in our CenterPoint catchment area.  At the end of March, an ad-
ditional 900 were on the “registry,” anticipating services such as the Innovations Wavier.  Of those, 48 had 
Down syndrome.  Though many receive some services, it has been years for others in this waiting process.  In 
Rockingham County alone it was just recently discovered that an additional 200 people who qualified for the 
wavier were not even registered to receive it.  By some estimates that total number exceeds well over 20,000 
eligible children and adults in North Carolina who are just being documented for services.    

One proposal in the seventy-five page DHHS document will offer those presently on the registry an an-
nual “capitation” allotment of $20,000 in hopes of reducing the states huge and growing waiting list.  It is a fi-
nal, “capped” amount, not varied by the changing circumstances of need.  And, it does not take into considera-
tion the huge number of people still being discovered and documented.  The cost for a typical service plan for 
an adult receiving the Innovations Wavier with special needs, such as Down syndrome, is estimated at $50,000.  

We strongly believe it is our obligation as advocates to ensure that ALL individuals with special needs, 
including Down syndrome, are represented and that all of their voices are heard in any discussion related to fu-
ture service opportunities and limitations.  It begins with reading this sweeping proposal and joining the con-
versation before it is turned over to the legislature May 17.  We will keep you informed as to when and where 
those conversations will be held.   

Sincerely, 

Bill Donohue 

How About You? Would you like to serve? 
There is a great need for members on two important CenterPoint committees.  One is CFAC—this is the 
Consumer and Family Advisory Committee to the CenterPoint Board of Directors.  This committee, as its 
name implies, is made up of consumers and family members of people who have intellectual disabilities, 
mental health issues, and substance abuse issues (see ad p. 17).  We would like more representation from 
PDSSN; if you are interested in learning more, contact Bill (bdonohue@triad.rr.com).  The other group is ID 
Advisory—Deborah (dgwoolard@gmail.com) can tell you more.  Each group meets one time a month at 
CenterPoint on North Point Blvd.  You can make a difference! 

http://pdssn.files.wordpress.com/2014/04/dhhs_medicaid_reform_legislative_report-2014-03-17.pdf
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YOUR BOARD OF DIRECTORS 
At our Annual meeting in January, members present elected some new folks to our 

Board of Directors.  Our organization is growing and accomplishing more in the community.  
We are all excited about the future—and that means tomorrow, and the days to come.  There 
is much work to do, and we hope that you will share your ideas and skills in order to promote 
greater community awareness of how wonderful people with Down syndrome are, and that our 
organization is here to serve them and their families. 

Here are our Board members and their email addresses.    If you have something you 
would like the Board to consider, please share your thoughts with anyone on this list!   

Bill Donohue bdonohue@triad.rr.com, President 
Alana Williams alanawms@gmail.com,  Secretary 
Ralph Pedersen pedersrd@wfu.edu, Treasurer 
Brent Bennett tootsieb@triad.rr.com 
Chris Kelsey ckelsey@triad.rr.com 
Jay Matthews jmatthews22210@gmail.com 
Laura Laxton Laura.L.Laxton@gmail.com 
Jeremy Donohue 
Linda Rephann lrephann@yahoo.com 
Matthew McKeown mckeownmr@guilford.edu 
Melinda Gentry scootbee@windstream.net 
Quincy Harvey qlharvey@tahotech.com 
Robert Wall rhw777@hotmail.com 
Sandy Sauer ssauer@tchome.org 
Selene Johnson selene.johnson@abcofnc.org 
Tamison Jewett, MD tjewett@wakehealth.edu 
Will McGuirt, MD wmcguirt1@triad.rr.com 

AND VOLUNTEER OPPORTUNITIES! 
We have two committees in need of leadership and members.  They are Nominating & 

Board Development, and Marketing & Development.  If you would like to serve on one of these 
committees, please contact Bill Donohue (email above).  You do not have to be a member of the 
Board to serve on a committee.  Our committees meet as needed, not on a monthly basis, typi-
cally. 

We also have need of people to help with family gatherings, provide refreshments for 
parent events, and of course, the annual Buddy Walk!  Click here to see all of our volunteer 
opportunities and to sign up!  See the reminder on p. 13 about recording volunteer hours.

NEEDED:   
YOUR FAVORITE PHOTOS TO INCLUDE IN OUR NEW RESOURCE 

NOTEBOOK!  IF YOU ENJOY WRITING, WE ALSO NEED FAMILY STORIES,
SUCCESS STORIES, “BRAGS” TO INCLUDE!   CONSIDER TELLING YOUR 

FAMILY’S STORY, AND/OR A STORY ABOUT YOUR CHILD.  HELP TO 
INSPIRE PARENTS WHO HAVE A BABY WITH DOWN SYNDROME.  

SEND ALL TO laura.l.laxton@gmail.com.

mailto:bdonohue@triad.rr.com
mailto:alanawms@gmail.com
mailto:pedersrd@wfu.edu
mailto:tootsieb@triad.rr.com
mailto:ckelsey@triad.rr.com
mailto:jmatthews22210@gmail.com
mailto:Laura.L.Laxton@gmail.com
mailto:lrephann@yahoo.com
mailto:mckeownmr@guilford.edu
mailto:scootbee@windstream.net
mailto:qlharvey@tahotech.com
mailto:rhw777@hotmail.com
mailto:ssauer@tchome.org
mailto:selene.johnson@abcofnc.org
mailto:tjewett@wakehealth.edu
mailto:wmcguirt1@triad.rr.com
http://pdssn.org/join-us/volunteers/
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Nationally Renowned First Call Program 
Coming to PDSSN! 

One of our primary purposes at PDSSN is to provide information, educational 
opportunities, and support for families with individuals with Down syndrome.  We con-
stantly strive to identify and implement programs that follow best practices in the field 
and meet the needs of our families.  

In 2004, the Massachusetts Down Syndrome Congress (MDSC) developed the 
First Call Program to support new and expectant parents by providing accurate, up-to-
date, balanced information, and the opportunity to speak with a trained parent mentor.  
To achieve that goal, MDSC developed an in depth volunteer training program which is 
nationally recognized within the Down syndrome community.  We’re very excited to 
announce that PDSSN is bringing the First Call Training Program to the Piedmont!  

Make a Different in the Lives of New and Expectant Parents

Do you remember how you felt when you learned your child had a diagnosis of Down syndrome?  If 
you would like to make the journey a little easier for others, then please sign up to become a First Call Pro-
gram volunteer!  A First Call Program Trainer will instruct our volunteers on how to share accurate, non-
directive information and answer questions in a confidential, non-judgmental conversation.  The training will 
also cover the basic biology of Down syndrome, people first language, listening skills, prenatal screening and 
testing, dealing with grief, how to watch for signs of distress, counseling prenatal and new parents, and medi-
cal outreach. 

An important component of the First Call Program includes medical outreach and training healthcare 
professionals.  PDSSN volunteers who wish to participate in our medical outreach will be trained to partner 
with health care providers, hospitals, and other groups throughout our community to develop ways to best 
serve new and expectant families. 

If you received a prenatal diagnosis, please consider participating in this training. Also, if your child 
had any specific health concerns such as a heart defect, gastro-intestinal problems, prolonged stays in the hos-
pital after birth, etc. these conditions are of interest to parents as they are receiving a diagnosis and would be 
helpful to the First Call program to have you as a resource. 

Feel free to contact Dana at 336-480-8871 if you have any questions.  Click 
here to volunteer to become a First Call Parent Mentor!

PDSSN looks forward to building a strong group of First Call Parent Mentors
who will be ready to meet the needs of new and expectant parents in our community! 

“You’re happiest while you’re making the greatest contribution.” 

- Robert F. Kennedy 

http://pdssn.org/join-us/first-call-parent-mentor-volunteer-sign-up/
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Community Spirit Shines for Dress Down for 
World Down Syndrome Day! 

March 21 was the 9th anniversary of World Down Syndrome Day (WDSD).  The date of 3/21 is representative of three copies, in-
stead of two, of the 21st chromosome in each cell of the body—the typical cause of Down syndrome. 

PDSSN also celebrated it’s second annual Dress  Down for Down Syndrome and kicked off our celebration the evening before 
WDSD with a Dine Out for Down Syndrome dinner at Burke Street Pizza on Robinhood Road.  Dave Hillman and the great staff at 
Burke Street Pizza have been long time supporters of PDSSN and we are truly grateful for their continued support!  The food is 
great and we always have a good time there! 

Many organizations in our community participated in WDSD by “Dressing Down.”  These organizations included Bayada Habilita-
tion; Bayada Pediatrics; Chrildren’s Developmental Services Agency (CDSA); CenterPoint Human Services; Craige Brawley Llipfert 
and Walker LLP; Imprints; Lindley Habilitation; Spilman Thomas & Battle, PLLC; The Winston-Salem Foundation; Wake Forest 
Genetics and Genomics; and Womble Carlyle Sandridge and Rice.  We sincerely appreciate your support!  

Sherwood Forest Elementary School created their own way to celebrate WDSD.  Ben Sauer, son of 
Sandy Sauer who is on the PDSSN Board, is a student at Sherwood Forest.  In support of Ben and in 
celebration of WDSD, Ben’s teacher, Mrs. Judy, shared this vision with the students and teachers:  “It 
is my plan to have everyone wear yellow for Friday.  Posters are going up around the school, and eve-
ryone is invited to participate.  Why yellow?  Yellow is a happy color and I want to bring awareness of 
the joy that every child brings, not matter their abilities.  I think this is something all the children can get 
behind.”  Mrs. Judy reported that Sherwood Forest Elementary was filled with yellow on Friday!  Thank 
you, Mrs. Judy, for sharing such an important message with your students!  We also want to thank the 
Sherwood Forest Elementary community for participating in WDSD  

The Childcare Network of Lewisville also joined in the fun!  They launched a “Penny War” campaign 
where the students collected change throughout the month of March in celebration of WDSD.  They 
raised $335!!  Wow!! 

The containers they used to collect their coins were made and donated by students at the Children’s Center and members of Gen-
esis Kardia, a new worship service at Sunrise United Methodist Church in Lewisville, designed for persons with special needs and 
their families.  (See page 16 for more information.) 

Be sure to read page one of this newsletter to see how Brent Bennett and Ella Parsons celebrated WDSD with Governor McCrory! 

PDSSN sends a huge THANK YOU! To everyone who promoted the awareness, acceptance, respect, and inclusion of individuals 
with Down syndrome on March 21st! 

CE NTERPOINT 

LINDLEY 

BEN & MRS. JUDY 



P A G E  7V O L U M E  7 ,  I S S U E  2

We are so excited to be hosting our first New Parent Celebration, which is an event 
designed specifically for new and expectant parents!  Families who are new to the 
Piedmont are also welcome to join us to learn about PDSSN and become acquainted with 
resources and pro-grams available in our community. 

Are you struggling with overwhelming information regarding the diagnosis of Down syn-
drome?  Do you have questions about medical challenges your child may face?  Do you 
wonder how other parents have navigated this new journey you are traveling? 

This opportunity will answer these questions—and best of all, you will have a chance to 

meet other parents who just like you are entering the realm of
raising a child with Down syndrome.  In addition, there will be 
parents in attendance who have older children with Down 
syndrome. 

Dr. Tamison Jewett, Medical Geneticist at Wake Forest Baptist 
Health and a member of PDSSN’s board of directors, will be 
available to answer your medical questions. 

This program will provide you with information, 
inspiration, and hope for a bright future for you and your 
family! 

DATE: Saturday, June 14, 2014 

TIME: 10:00 a.m. to 12:30 p.m. 

PLACE: The Children's Center
2315 Coliseum Drive, Winston-Salem, NC 27106

RSVP: CLICK HERE!  Snacks and child care are provided 
at no cost with RSVP by June 11th.  Spanish 
speakers will be available. 

We hope you, your spouse and baby will join us for this wonderful day!  We look 
forward to seeing you there!! 

JOIN US FOR OUR NEW PARENT CELEBRATION! 

“Above all we need, particularly as children, the reassuring presence of a visible    
community, an intimate group that enfolds us with understanding and love, and that  

becomes an object of our spontaneous loyalty,     
as a criterion and point of reference for the rest of the human race.”    

- Lewis Mumford 

HAGA CLIC aquí para inscribirse en La Celebración 
de Nuevos Padres.

http://pdssn.org/calendar-2/new-parent-celebration-registration/
http://pdssn.org/calendar-2/inscripcion-para-la-celebracion-de-nuevos-padres/
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https://www.wsfoundation.org/
http://www.hanes.com/corporate
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Here is a page of winners!  Upper left—The Forsyth Frenzy Cheerleaders who brought home the gold as 
National winners in Virginia Beach.  Upper right—Jeremy Donohue, gold medalist in Bocce.  Center left—
Karen Loy, showing off that gold medal.  Center right—Jeremy with buddy Austin Barnhill & Austin’s 
dad, Bruce Barnhill.
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For Youth who have ID/DD 
Saturday Club meets the third Saturday of every month for social activities that fulfill the social needs of children ages 11-18 years with 

special needs offered by Parks & Rec.- registration required 
Special Olympics Forsyth County - year round sports programs for people with ID over the age of 8 years-registration required. 
Camp Discovery for age 8-21 years - summer hosted by Parks & Rec - charge 
Real World Connections for ages 14-21 years - meets weekly offered by iCan House - application required. charge 
Camp Imagine for youth with ASD - Summer program at Camp Hanes - charge 
Victory Junction and other summer camps in NC for people who have ID/DD - charge 
Miracle League of HIgh Point for ages 5-21 years - summer program 
Southwest Forsyth Little League - summer program 
Winston-Salem Youth Hockey Association, affiliate of USA Hockey is available seasonally (November-March) for persons with develop-

mental disabilities, ages 4-18 years.  Participates need to be ambulatory.   
Life Skills Series for Teens ages 13-18 years is an 8 week series held at Miller Park Rec Center that focuses on skills needed for daily life 

and independent living. Offered by Bayada & Parks and Rec.-application required. 

For Adults who have ID/DD 
 No Limits II Dances for age 18 years & above sponsored by the PDSSN - meets 4 times a year. 
 Friday Socialites is a group of adults with and without disabilities ages 18 - 45 years - that meets on the 3rd Friday of every month to 

engage in volunteering, community outings or activities at Miller Park Recreation Center - offered by FCSO & Parks & Rec. 
 Special Olympics Forsyth County - year round sports program for people with ID - registration required. 
 Real World Humanities - offered by ICan House - application required, charge 
 Meet & Eat for age 18 and above - 5 events per month offered by iCan House - application required, charge. 
 Aspie Insiders - for 18 to 35 years, meets weekly, application required, charge. 
 Living with Aspergers - for 35 years and older, primarily for those with new diagnosis of Aspergers, offered by iCan House, application 

required 
 Miracle League up to age 18 years - summer program 
 1-to-1 Coaching for 8 and older offered by iCan House- application required, charge. 
 Hockey 
 Hang Time at Miller Park - Basketball, pool, & board games on Tuesday mornings twice a month sponsored by Parks & Rec. 
 S & P Program - meets every other week offered by Parks & Rec. 
 Next Chapter Book Clubs - weekly book clubs for those age 17 and above with IDD offered by the PDSSN - application required. 
 Life Skills Series for Adults ages 18-45 is an 8 week series held at Miller Park Rec. Center that focuses on skills needed for daily life and 

independent living. Offered by Bayada & Parks and Rec - application required. 
 Unique Seniors - sittercise and recreational activities for adults with intellectual disabilities meets Wed. & Fri. 10-12 at Carl Russell Cen-

ter, Carver School Road - Parks & Rec. 
 Community Reintegration - persons with disabilities are referred to this one-one-one program of reentry to recreational and leisure activi-

ty offered by Parks & Rec. 
 Helping Hands is a leisure education class for adults with disabilities that meets on Wednesdays at 1 PM and provides new and exciting 

activities each week, offered by Parks and Rec. 

For Families &/or Siblings - on going 
 KIDS FEST - Spring offered by the HOPE students of Wake Forest. 
 SibShops - ages 5 - 14 offered by the Family Support Network 
 S.W.A.G.S. (Siblings Wanted a Greater Solution) for siblings 13-19, offered by iCan House 
 Barbecue & Boogie - Fall event sponsored by Special Olympic Forsyth Co.  - charge 

Thanks to Deborah Woolard for this comprehensive list. 
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PDSSN LOVES THE KNIGHTS 
OF COLUMBUS! 

On March 27th, Dana attended the Knights of 
Columbus’ annual dinner where they distributed 
funds to programs that support people with intellec-
tual disabilities in Forsyth County. 

“It was so heartwarming to hear recipients 
from different organizations share stories about how 
the support of the Knights of Columbus has made a 
difference in the lives of the people they support,” 
said Dana. 

PDSSN was very fortunate to receive $2,108 
to support our new parent programs and resource 
notebooks. 

In addition, “It was a wonderful dinner!” ex-
claimed our Executive Director.  On page 7 of this 
issue you can read about the new parent programs 
that now have this essential support. 

The Lamb Foundation of NC (below) is a part of The 
Knights of Columbus.  The Acronym is derived from the 
Biblical phrase “To serve the Least Among My Breth-
ren.” 

http://www.lambnc.org/
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You don't have to be an expert on the law to write a written opinion for the IEP Team. 

In the latest issue of the Special Ed Advocate you will find out how to create your own record of what 
happened (or didn't happen) at the IEP meeting. Learn the steps to writing a Written Opinion.  Click on 
this: http://www.wrightslaw.com/nltr/14/nl.0325.htm. 

A few highlights: 

You have the right to be a full participant in the IEP process. 

 You have a right to submit information about your child.

 You have a right to disagree with decisions made about your child.

 You have a right to due process to dispute these decisions.

“Call them rules or call them limits, good ones, I believe, have this in common:  
they serve reasonable purposes;  

they are practical and within a child’s capability;  
they are consistent; and they are an expression of loving concern.” 

- Fred Rogers (Mister Rogers Talks with Parents) 

The Genetic Counseling Program located within the Genetics and Newborn Screening Unit, Children and 
Youth Branch of the NC Division of Public Health is sponsoring a “Parent Share Partners” forum on May 
1st from 6:30-8:30 PM. It will be held at the Wake Forest Children’s Developmental Services Agency 
(CDSA), 3326 Silas Creek Parkway, Winston Salem, NC.  This event will allow parents an opportunity to 
connect with other parents who have a child diagnosed with a genetic condition.  There will be a panel of 
parents providing insight on how they have handled receiving their child’s initial diagnosis and approaches 
they have used to share that information with family and friends.  All participants will be given 
opportunities to ask questions and discuss their experiences.  In addition, participant feedback from the 
forum will be used to improve services to meet the needs of children and their families.  All interested 
parents and caregivers of children who have been diagnosed with a genetic condition are invited to attend.    

Coming May 1st to the Winston Salem Area!

Call Ginny Vickery at 252-413-7366 or Email:  Ginny.Vickery@dhhs.nc.gov for more information or to
register to attend this event.

Share Your Experiences and Help New Parents
The PDSSN Resource Notebook includes a section that lists the names and contact information of PDSSN 
members who are willing to share their knowledge and experiences on various topics with new and 
expectant parents.  Many new parents report that this is one of the most valuable sections of the notebook.  
Help us continue to provide this support by allowing us to list your name as a resource contact.  Click here 
to review the list of topics covered in this section and sign up to support new families.

http://r20.rs6.net/tn.jsp?e=001YgQDjHgl3IdZ39rYxgTgLHZL9EWkzo04TObBB42z3ifp-wWtpGbm0H56UyU9epqU2TZfCQxypZ_g_nAG_ozJaHL9TUcOeqAZHrvOZ-a1pvOC4oo93pyfyT3zdWum99DnZtYlKmdOf6M=
http://www.wrightslaw.com/
http://www.wrightslaw.com/howey/written.opinions.htm
http://pdssn.org/join-us/become-a-resource-volunteer/
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The Piedmont Dads Appreciating Down Syndrome group has a simple mission: “To assist and sup-
port, through fellowship and action, the fathers and families of individuals with Down syndrome.” 

With support of the national D.A.D.S. (Dads Appreciating Down Syndrome) organization, we 
formed our local D.A.D.S. community group in May of 2013. We have a growing membership consisting of 
fathers who have children ranging in ages from expecting a new addition to the family in a few months to 30 
years old. Our group wants to enhance a father’s knowledge and resources about children and individuals 
with Down syndrome, and improve their family’s ability to cope with the unique challenges of raising a 
child with special needs.  

We want to create an atmosphere of support where men can openly share concerns and challenges, as 
well as milestones and accomplishments.  Many of our fathers are eager to share a wide range of experiences 
that they have from raising a child with Down syndrome, and are also looking forward to the building cama-
raderie and friendships with other fathers. 

The Piedmont D.A.D.S. group currently meets at 6:30 P.M. on the last Tuesday of each month, with 
the next meeting coming up on April 29th. At our meetings this year, we are planning to have guest speakers 
on topics such as medical needs, education, Special Olympics participation, Beyond Academics, independ-
ent living, and other subjects that are of interest to our fathers.  We are looking to organize group outings at 
local parks, baseball games, or other fun outdoor activities. 

Dads, we encourage all of you to come to a D.A.D.S. meeting. Moms, please encourage dads to 
come and hang out with other fathers. We are also looking for volunteers to serve in one or more of our 
group’s leadership roles, such as helping to organize special events. 

We have a Facebook page specifically setup for the Piedmont D.A.D.S. group  . 

In addition to the open forum Facebook page, we have a closed discussion group 
for the D.A.D.S. members where you can ask questions and post comments only to be seen by other group 
members. 

If you’d like more information about our D.A.D.S. group, please contact me: 
Quincy Harvey, D.A.D.S. Director, qlharvey@tahotech.com or 336-403-0128. 

- Quincy 

DON’T FORGET TO RECORD YOUR VOLUNTEER 
HOURS!  EVERY MEETING, EVERY EFFORT FOR 

PDSSN GIVES US “CREDIT.”  CLICK HERE! 

https://www.facebook.com/DADS.Piedmont
https://www.facebook.com/groups/1413585878853621/
http://pdssn.org/join-us/volunteers-record-your-hours/
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TRIAD FIRST IN FAMILIES IS RECRUITING MANAGEMENT TEAM MEMBERS for  Forsyth, 
Davie, and Stokes County. Their volunteer management team consists of individuals with developmental 
disabilities and/or their family members and professionals or other advocates in the community. Their man-
agement team meets every 3rd Thursday of each month from 6PM to 8PM and they provide dinner. Some of 
the management team responsibilities include: 
a) Chapter Support and Operations

b) Community Building
c) Education
d) Planning

 They encourage folks to come and visit one of their future meetings. Their next meeting will be May 15th, 
2014 from 6PM to 8PM.  If you’d like more information about this opportunity, contact Tiera Booker 
at triadfifnc@fifnc.org. 

CURIOUS ABOUT THE DOWN SYNDROME REGISTRY?   Information about it is now located 
on our website.  Click here to learn more about it!

Deborah Woolard and Bill Donohue presented a half-day workshop on 
"Transitions" in Raleigh for NC Partners in Policymaking.  They would encour-
age members to consider registering for this informative program that is open 
to parents, adult self advocates, and professionals.  

NEXT CHAPTER BOOK CLUB NEWS

PDSSN is now able to offer Coordinator Training for new Next Chapter Book Clubs (check 
them out on-line or in the April issue of Woman's Day).  The training takes about 6 hours and the 
cost varies depending on the number of organizations being trained.   

PDSSN started clubs in the spring of 2012 and have found them to be a wonderful experi-
ence for both members and facilitators.  The book clubs are open to everyone regardless of their 
reading ability.  The four PDSSN clubs meet weekly in a public location and read a book out loud 
to each other.  The clubs offer an opportunity to meet with friends, share ideas, and read together 
a book of our choosing.  If you ask our members & facilitators what they think of their clubs they 
will say, "I love it!"   

If you don't have a club in your town and are interested, call Deborah Woolard for 
information on the requirements for becoming an affiliate chapter. 

GREAT CLIP:  shared by Bill, this is a true feel-good video.  Take a moment to watch this short clip of 
a high school student playing in a basketball game he'll remember forever!

RATE YOUR CHILD'S SCHOOL:   When people call us for information, the most common question 
we’re asked is, “What’s the best school for our child?” We would truly appreciate your taking 5 minutes 
to complete a quick questionnaire so that we can share the most accurate information with these parents. 
Everyone who completes the 5 minute questionnaire will have their name entered in a drawing for a 
gift card! Click here to get started!

mailto:triadfifnc@fifnc.org
http://pdssn.org/resources-2/ds-connect-the-down-syndrome-registry/
https://www.youtube.com/watch?v=THORAQgNqco
http://pdssn.org/join-us/rate-your-childs-school-5-minute-survey/
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“In good  
conversation, people 

don’t speak to the words, 
but to the meanings  

of each other.” 

- Ralph Waldo Emerson 

When you patronize our sponsors, please express your thanks for their support! 

http://www.lindleyhabilitation.com/
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GENESIS KARDIA 

Jayne Koeslin had a dream.  This special education teacher, advocate, and friend of young people with disabilities 
felt a call to the ministry, and she wanted to develop a service for all people, yet one where people with disabilities 
could provide leadership, worship, and as Jayne says, “Grow closer to The Lord.” 

The minister at Sunrise Methodist Church, the Rev. Tim Roberts, endorsed Jayne’s idea, and Genesis Kardia came 
into being.  The name means Beginning Hearts, symbolizing the beginning of the walk with God.   

Each Sunday at four o’clock, people gather to worship in an accepting, non-judgmental environment.  Here they 
have the opportunity to learn “church behaviors,” but are not expected to be “perfect.”  Genesis Kardia began with a 
traditional service, and as people have attended, they have begun to adjust to the routine and beauty of liturgy. 

The service is fully inclusive, but especially designed for families and individuals with disabilities.  Worshippers con-
tribute to the service – through liturgical dance, musical instruments, and community prayer time.  They are excited 
to hear, in prayer, thoughts that they have contributed.  They have even performed a play. 

In addition, the worshippers have invested time in projects: 
Making cards for seniors who receive Meals on Wheels services, 
Decorating coin boxes for Dress Down for Down Syndrome Day (DD4DS). 

Jayne said that there are between 50 and 60 people who come – adults of all ages, those in their late teens, and 
some group home residents.  Dress is casual, and folk are encouraged to bring their musical instruments and any-
thing they’d like to share. The service is still growing and becoming, and Jayne is open to new ideas.  Jayne hopes 
that families will want to join – they are certainly welcome. 

As for the future?  Jayne is looking for Bible study materials that are age-appropriate for the worshippers.  She has 
ideas for paper chains of prayers that folks can use during the week between services.  Most of all, she wants to 
celebrate people with disabilities celebrating The Lord. 

Genesis Kardia 
Sundays, 4-5 p.m. 

Sunrise Methodist Church  
1111 Lewisville-Clemmons Road – near 421, across from Kaplan’s 
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http://anueinc.com/
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http://batterytree.net/
http://www.kohls.com/feature/kohlscares.jsp


     Thanks to so many of you who joined 
PDSSN at the Buddy Walk!  Since Dana be-
came our Executive Director, our member-
ship has tripled!  Dues are $20 per family 
for a whole year, or a pro-ration of this 
for the remainder of this year. 

Click here to join or renew membership. 

PDSSN 
PO Box 144 
4715 Yadkinville Road 
Pfafftown, NC  27040 

PDSSN is a non-profit organization 

Executive Director: Dana Alley 

Phone: 336-480-8871 

E-mail: dana.pdssn@gmail.com 

4715 Yadkinville Road #144 

Pfafftown, NC 27040 

Dance! Dance! Dance! 
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FOR A WONDERFUL TREAT, 
CHECK OUT THE “UPWORTHY 

VIDEO.”  
CLICK HERE. 

No Limits II 
2014 Calendar 

May 2 (Formal) 
September 12 

Dances are held at The Village Inn and 
Conference Center in Clemmons 

Questions? Ask Gina: gmiller@enrichmentarc.org 

Carolinas Down Syndrome Conference 2014

PDSSN is very proud to be sponsoring the Down 
Syndrome Association of Greater Charlotte's first 
Carolinas Down Syndrome Conference!  National 
speakers will be leading sessions for educators on 
Friday, September 26 and for families on Saturday, 
September 27th.  The Family Conference on 
Saturday offers 3 tracks for attendees: parent and 
caregivers; teens and adults with Down syndrome; 
and brothers and sisters workshops, presented by 
Dr. Brian Skotko and Sue Levine.  

Click here to become a PDSSN member.

Then email Dana Alley to request the 
discounted registration rate for the conference

at dana.pdssn@gmail.com.

PDSSN members will receive the discounted 
member rate when registering!  

Click here for more conference information.

http://pdssn.org/join-us/membership/
http://www.upworthy.com/a-pregnant-woman-learns-her-baby-has-down-syndrome-people-who-have-it-answer-her-one-big-question-2
http://pdssn.org/calendar-2/carolinas-down-syndrome-conference-2014/
http://pdssn.org/join-us/membership/
http://convention.ndsccenter.org/general-convention/



