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Get Ready!

2011 BUDS Buddy Walk
BUDS Buddy Walk 2011 is just around the
corner! We are hoping to see alongside of
the usual faces some new ones this year. The
day is sure to be special for everyone as we
celebrate, acknowledge and advocate for our
friends and family with Down syndrome. As
always we will have a picnic lunch, with hot
dogs, water and light snacks. We encourage
you to make a day of it on the lawn and bring
a picnic lunch to enjoy.
There will be music, games, clowns and
characters for the kids and some new raffle
prizes this year, so be sure to walk up and
check out the baskets. And stay tuned for
what the big $20 auction prize will be!

Orthey and Joanne McKeown- CoChairs, Nancy Scully-Secretary and
Nancy Hennefer-Treasurer. We will
hold the election in the Fall.

Paul Williams has taken over as the 2011
Chairperson but is no stranger to the group.
Paul and his wife Maria are two of the original
members of BUDs with their twin daughters.
As usual the meetings have begun and we
can always use your help. There are only four
meetings to attend and in most cases no
meeting attendance is necessary.
Can you make phone calls? Solicit prizes?
Drop off brochures? Have an idea that you
think would be a great fit for our Buddy Walk?
Let us know - just email the committee at
budsbuddywalk@verizon.net.

SAVE THE DATE!

Sunday, October 2

BUDS - Seeking
New Officers
When BUDS was founded over 25 years
ago, there were formal by-laws drawn
up. One of the important components
was the board. The board consists of a
chairperson, co-chairperson, treasurer
and secretary. BUDS should hold an
election for officers every 2 years. We
are now looking for nominations for
these officers. Please call or e-mail
any of the current officers if you are
interested. The current officers are Sue

Friend us on Facebook. Search “BUDS
Bringing Up Down Syndrome”

Registration: 10am | Walk: 11am
Rain or Shine
Washington Lake Park, Turnersville

Join us for a one mile walk around the park.
Bring your friends and family.
Meet new people & enjoy...

Raffles, Music, Games!
Early Summer Register Online by going
to www.bringingupdownsyndrome.org
and clicking on “Buddy Walk Info.”

For more information about BUDS and
how you can be involved with the Walk
call 856.985.5885 or visit
www.bringingupdownsyndrome.org.

Walk as an Individual
or Organize a Team.
Register and donate online
or on the day of the event.
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NDSS Spring Luncheon 2011

ndss news

by Nancy McCrea Iannone
Executive Director, Down Syndrome Pregnancy, Inc.
I had a wonderful time at the NDSS luncheon yesterday in New York
City. I was seated at the table with many of the NDSS people, including Madeleine Will and Jo Ann Simons, and two of the AIA leaders,
Bridget Murphy and Doris Ehrhart. I also sat next to a lovely woman
named Erica who had questions about Down syndrome and pregnancy (I can talk about this !). Kelle Hampton was at the next table
over and she had a friend, her Dad, and that cutie pie Nella with her.
We did not hear a peep out of Nella the whole time. Kelle’s dad was so
gracious – he said he loved our pregnancy book and often refers physicians to our web site. At the table next to them was Sharon Stone
(no I did NOT meet her – she was surrounded by people). But it was
great to finally see Kelle face to face (and yes she is that gorgeous – the
camera does not lie) instead of e-mail and phone.
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Sharon Stone and
BUDS Member
Samantha Orthey

Sharon Stone spoke of the boy (now man) Jim whom she babysat who
has DS. He was there. She and he are still friends, and she was funny,
and at some points crying sentimentally, as she spoke of their friendship and what it has meant to her. She spoke of the “something extra”
in people with DS, how in the entertainment industry you deal with
people who have a facade – and with her friend Jim there was “no BS”
– that he was genuine.
She gave an award to Jagatjoti S. Khalsa for his book “I’m Down with
You.” We each received a copy of the book and it is gorgeous. I highly
recommend it. Mr. Khalsa spoke of why he wrote this book (which
is half pictures and half text). He never knew anyone with DS and
one day he passed a man in the street with DS, thought about him,
thought about saying, “I’m Down with You” – giggled to himself and
the idea percolated. Of course I love that one of the first stories in the
book is an expectant mom, with a gorgeous photo.
Kelle gave a speech as well – she has that hint of tears so many of
us get when we talk of the past and our diagnosis day, and how she
wishes she could go back and talk to herself. She talked of how much
she has learned and what an inspiration the person receiving the selfadvocate award was. The award went to Elizabeth Rice out of Illinois.
She is attending college for Child Development, maintaining a GPA of
3.8 (which is better than mine in college!). She told a REALLY funny
story about her job and being allowed to wear a Cubs hat and how she
hated the Cubs – I can’t tell it as funny as she did so I’m not even going
to try.
There were quite a few people with DS there, including two young
women with whom I traveled. BUDS member Samantha Orthey is 23.
She has a great job and her social life is not only much more exciting
than mine, but more exciting than mine has ever been. She was featured in the film shown at the luncheon along with her parents. She
was amazing! Also with us was BUDS member Anna Rubright, aged 15,
who has Down syndrome. She is the oldest of six girls, the youngest
of whom also has DS. She and Sam are great friends, and both were
dressed better than I was! We had a fabulous time discussing books
such as The Hunger Games on the way home. We traveled in style in a
limo for Samantha’s film debut.
Steve Riggio, CEO of Barnes & Noble, also spoke. The self-advocate
award is named for his daughter Melissa Riggio, who passed away a
few years back. He spoke of the work our community does to further
the civil rights of people with DS.
It was a very inspiring, uplifting luncheon. So glad I went!

From NDSS
Dear Friends of NDSS,
I feel as though Jagatjoti’s meditative vibe has worn on me
because I can’t think of a better way to describe yesterday’s
event than “sacred.” You all helped to make the NDSS Luncheon
meaningful and memorable and I will remember the inspiring words from our speakers for a very long time. Thank you
for making the value, acceptance and inclusion of people with
Down syndrome a priority. And, thank you for helping to make
the efforts of the staff and volunteers of NDSS feel significant
and influential.
For those who have asked, the event raised approximately
$100,000. We are proud to report this number and we know
each dollar pledged represents a commitment to the cause.
Together, we can work to ensure that individuals with Down
syndrome are full participating members of our communities.
I am smiling at my computer screen at as I type this. Thank you
again.
Warmest regards,

Pa m

Pamela Sandonato
Vice President of Development
National Down Syndrome Society
666 Broadway, 8th Floor
New York, NY 10012

www.ndss.org
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upcoming events
>>BUDS Events
May 20

Teen & Young Adult Yoga Class, RSVP to Lin Rubright

budsbuddywalk@verizon.net
June 4

BUDS / KIIDS Annual Picnic, RSVP to Maria Covello nickcov@snip.net

>>Golf for Life Events
There are two GFL events in May. Be sure to download the registration
form and send it in.
May 21

“Guiness Book of World Records Free Lesson”

at Indian Springs CC, Marlton, NJ
May 25

Twilight Driving Range & Miniature Golf, Maple Shade, NJ

>>KIIDS Event
BUDS has agreed to sponsor BUDS families that would like to attend the

Tutoring Session
Available
BUDS will once again pay for six reading
tutoring sessions over the course of this
summer. Any member of BUDS is eligible
for summer sessions. BUDS has a contract
with a private tutoring company and if you
sign up, the staff from the company will
call you and set up a tutor who will meet
with you at a mutually agreed upon time
and place(usually your home.)
Please call Sue Orthey at 856-751-7421 or
e-mail at regan65@aol.com. I will need the
parent’s names and contact info (including
address, phone and e-mail), the student’s
name and age. We need your reservation
by May 25th. Sessions will start toward the
end of June.

following KIIDS event.
May 21

KIIDS at “Kid Junction, RSVP to Angela Beale abeale3@gmail.com

>>T21 Club of the Delaware Valley
June 12 T21 Club of the Delaware Valley has a FREE event we would like to
welcome you all too! Down Syndrome Awareness Day- Open Bounce Celebration,
June 12, 2011 from 11am to 1pm. Kids Sports and Fitness Factory at Party Magic
which is located at 355 Patricia Drive Warminster, PA 18974.
This event is free to all Trisomy 21 Families!!! Bouncing+Food+Friends=FUN!
It is preferred that you Pre Register at 215-682-7999 or kidsfitfactory@partymagic.
com. This event is sponsored by T21 Club of the Delaware Valley & Kids Fit Factory
(http://www.kidsfitfactory.com/)
SAVE THE DATE / September 18 Please save the date for our yearly, Down
Syndrome Awareness Day at the Philadelphia Zoo, which will be Sunday,
September 18th. Details will be posted to our website in the near future,
www.t21clubofthedelawarevalley.org. If you have any questions feel free to
contact Jenn Bonawitz at 215-990-8730 or t21club@comcast.net.
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Are You
Connected?
Sign up at these websites to stay
informed on the latest advocacy issues
that are of interest to your family.
NDSS | www.ndss.org
National Down Sydrome Society
The mission of the National Down Syndrome
Society is to be the national advocate for the
value, acceptance and inclusion of people with
Down syndrome.

NDSC | www.ndsccenter.org
National Down Sydrome Congress
The vision of the NDSC is a world with equal
rights and opportunities for people with Down
syndrome.

SPAN | www.spannj.org
Statewide Parent Advocacy Network
The mission of the Statewide Parent Advocacy
Network is to empower and support families
and inform and involve professionals and others interested in the healthy development and
education of children and youth.

SONJ | www.spannj.org
Special Olympic New Jersey
To provide year-round sports training and athletic competition in a variety of Olympic-type
sports for children and adults with intellectual
disabilities, giving them continuing opportunities to develop physical fitness, demonstrate
courage, experience joy and participate in a
sharing of gifts, skills and friendship with their
families, other Special Olympics athletes and
the community.
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special olympics

Sports Skills Activities
for
Future Athletes
Ages 2 1/2 - 7
The innovative Special Olympics Young Athlete Program
will be hosting a day long event at the 2010
2011 Summer
Games.
The Young Athlete Program was created in consultation
with the University of Medicine and Dentistry of New
Jersey, to meet the physical and developmental needs of
children with intellectual disabilities, ages 2 ½ to 7, in the
areas of physical activity and play, with an emphasis on
sports skill development.
The activities presented in the program are designed to
develop the fundamental prerequisite skills to prepare
athletes for future participation in sports.
Parents/Caregivers (and siblings age 6 and under) are invited
to attend.
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[ndss news]
Lettercase Prenatal Booklets About Down Syndrome
Distributed Nationwide in Historic Effort to Make Patient
Education a Priority, But More Support is Critical
Atlanta, GA, May 04, 2011 --(PR.com)
Lettercase (www.lettercase.org) is pleased to announce that its
booklets, “Understanding a Down Syndrome Diagnosis,” have been
distributed to medical providers nationwide in the largest ever Down
syndrome prenatal outreach effort. However, this accomplishment
is just the beginning. Additional funding is critical to make booklets
available to the more than 60,000 professionals who could be sharing
the unexpected and often overwhelming news with expectant
parents.
The National Down Syndrome Society (NDSS) and the Kennedy
Foundation generously funded the 10,000 booklet distribution for a
prenatal outreach effort that Lettercase arranged with the National
Society of Genetic Counselors (NSGC), the American College of
Medical Genetics (ACMG), graduate programs, and the American
College of Obstetricians and Gynecologists (ACOG), but there remain
tens of thousands more medical professionals who could benefit from
this important resource.

About Lettercase
Lettercase is a Georgia non-profit corporation that provides reliable
and up-to-date resources and information about genetic conditions,
as well as professional and academic training about disabilities.
Lettercase can make experts available for interview.
Contact Information
Lettercase. Inc.
Stephanie Meredith
404-828-0290
info@lettercase.org
www.lettercase.org

Last week, Gene Security Network announced a 2 million dollar grant
from the National Institutes of Health (NIH) to conduct a clinical trial
for non-invasive prenatal diagnosis (NIPD); however, the Prenatally
and Postnatally Diagnosed Awareness Act that passed unanimously in
2008 to provide information about conditions, like Down syndrome,
has gone unfunded for the past three years. One testing company has
already announced more advanced prenatal blood tests for Down
syndrome to be released this fall, meaning more accurate testing
will be available without the accompanying information needed to
support the patients.
Lettercase CEO, Stephanie Meredith, says, “Our booklets give patients
the full scope of Down syndrome with information that has been
vetted by both medical and disability experts. It is essential for both
the federal government and testing companies who are putting
funds toward testing to also invest in credible patient education. It is
essential that we establish a model, not only in theory but in practice,
for responsible testing as this technology continues to evolve for more
and more genetic conditions.”
According to Madeleine Will, Director of the NDSS Policy Center
in Washington D.C., “current prenatal testing was developed with
a 13 million dollar NIH grant in the 1990’s; now NIH has granted 2
more million dollars for the next wave of prenatal testing. Yet there
has been no matching funding to provide the accurate, up-to date,
detailed information about life with Down syndrome that professional
recommendations require when delivering a diagnosis. The Lettercase
booklets provide that required information about Down syndrome.
It is incumbent upon those who fund prenatal testing to also provide
funding for this vitally essential educational information; otherwise,
prenatal testing does not result in informed decisions but can, and
often does, result in discrimination against those with the tested-for
condition.”

Providing support and information for parents
preparing for the birth of a baby with Down syndrome.
FEATURING:

• Free e-book: Diagnosis to Delivery: A Pregnant
Mother’s Guide to Down Syndrome
• Blog with community advice
• Link to our discussion board with daily
interactive support
• Group support
phone calls
“We have helped hundreds
of expectant parents.”
www.downsyndromepregnancy.org

B.U. D.S.

Bringing Up Down Syndrome

Return to:
BUDS
PO Box 1085
Marlton, NJ 08053

BUDS Officers:
Sue Orthey
regan65@aol.com
Nancy Scully
sadhound@comcast.net
Nancy Hennefer
golforlife@comcast.net

The information contained in this newsletter is provided as
information for our readers, and is not necessarily the opinion
of the editor, or endorsed by the support group.

Joanne McKeown, co-chair
e-mail-bobmckeown@verizon.net

COMING UP

BUDS will plan activities for next year at a planning meeting in August. If you are interested in adding your
ideas, join us. Either check the BUDS website at the beginning of August or contact Sue Orthey and she will
e-mail or call you with the date and place.

Contact BUDS

Seeking Articles

Want some more information about BUDS?
Want to get involved? Have questions or concerns?
You can reach BUDS via mail at:
BUDS PO Box 1085, Marlton, NJ 08053
or via phone at (856) 985-5885

We are seeking articles for
the next newsletter.

www.bringingupdownsyndrome.org

If you or someone you know would like to
write for our newsletter please contact
Kim Brooks at kim@himandkim.com

