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A TV Reflection of Real Life

he TV is always on in my house. I guess I should be
embarrassed... but I’m not; it keeps me company. I’m
not sitting down in front of the tube (flatscreen) with
whiskey and bonbons – not that there’s anything wrong with
that! – I just like the sound of people talking in the back‐
ground.
Frequently, I’ll be cooking or reading or working on some‐
thing on the computer, writing, editing, or researching; and
someone on a show will say something that sends my
thoughts in a completely new direction or perhaps confirms
an idea that I’d had; sometimes both at once.
I admit to a weakness for law and order type crime dramas
and mysteries. I like the idea of a puzzle being solved, of
justice being served, maybe even of the characters learning
something about themselves or their world that they hadn’t
previously considered. And I’ve been pleasantly surprised
when the storyline in the show includes a character with a
rare or ongoing condition or differing ability. It’s even better
when the character is treated with kindness and dignity
though, of course, there wouldn’t be any conflict if there
were no bad guys and everyone treated everyone else with
kindness and dignity.
My favorite show in this regard is the original Crime Scene
Investigation (CSI) set in Las Vegas and my favorite charac‐
ter on this show is Gil Grissom, played by William Peterson.
I find his character very endearing. His mother is deaf and he
also has otosclerosis, a fusion of the small bones in the ear.
Perhaps because of this, he doesn’t pre‐judge, he takes
people as he finds them, meeting them where they are.
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One episode that comes to mind is “Caged” (2001) in which a
character who is defined as having autism helps Grissom
solve the mystery through the use of his unique abilities. A
second episode that illustrates my point is the episode,
“Snuff” (2002) where Gil Grissom replies to the bad guy who
has murdered a man with Down Syndrome and called him a
“retard,” “By the way, says Grissom, “the definition of the word
retard is to hinder or to hold someone back. I think your life is
about to become retarded.” Well said.
Two of the conditions highlighted in this newsletter; Prader‐
Willi Syndrome and Williams Syndrome have both been
explored on TV shows and, though I have not seen any
episodes that feature someone with Moebius Syndrome – the
third condition highlighted here – I’m sure it’s only a matter
of time.
I just realized that I haven’t even mentioned Life Goes On
(1989 ‐ 93) and Glee, both of which featured actors with
Down Syndrome. To quote the Global Down Syndrome
Foundation, Glee isn’t alone in casting actors with Down syndrome. Also this year, the shows Shameless, American
Horror Story, Blue Bloods, Legit and The New Normal all
feature actors with Down syndrome. The inclusion of differently-abled actors on major TV shows is a great way to increase
awareness, diminish stereotypes and encourage conversations
about the rights, abilities and potential of people with Down
syndrome, and we applaud the shows’ examples.”
I also applaud.
See you in July.
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Look for the next issue of allAbilities Celebration Connection to be posted
during the month of July, 2016. Send us story ideas, interesting links, and events. We
can’t do it without you! Questions? Comments?
Use the CONTACT US form at www.celebratingspecialchildren.org
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We love our Facebook followers!
Note about the July Issue~
I’m moving to Virginia Beach! I should be able to put out the July issue on
schedule, but just in case.... I’ll keep you updated, and even if my computer is
packed away for a while, I’ll still be posting to Facebook from my tablet.
See you in July!
Laura

A big THANK YOU to our readers who made a contribution to
Celebrating Special Children via their Virginia income tax.
It is through the generosity of our donors that we are able to
continue to offer our on-line newsletter and services directory.
If you have completed your taxes for 2015 and forgot to include
CSC, you can still make a tax-deductible contribution through Paypal on the
DONATE button on www.celebratingspecialchildren.org

or mail your check - made out to

Celebrating Special Children • C/O Bonita Pennino
101 Niblick Dr. • SE, Vienna VA 22180
Laura Nelson, Editor
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April 19, 2016
Posted by Jennifer Huron

NORD Announces 20 Rare Disease Patient
Groups Selected to Develop Natural History
Studies as Part of FDA Cooperative Agreement

T

wenty rare disease patient groups have been chosen to develop natural history studies with the assistance of the National
Organization for Rare Disorders (NORD) supported in part by a cooperative agreement with the U.S. Food and Drug
Administration (FDA).

NORD, the leading, independent nonprofit organization committed to helping people and families affected by rare diseases, today
announced the 20 patient groups that will be given the opportunity to develop a natural history study, funded in part by the cooperative agreement, through NORD’s Natural History Study research platform.
“Our goal is for the 1 in 10 Americans with rare diseases, most of whom are children, to have a treatment and cure, and we developed NORD’s Natural History Study platform to eliminate challenges standing in the way of that target,” said NORD President and
CEO Peter L. Saltonstall. “We thank the FDA for its support of NORD and ongoing commitment to rare diseases.”
The 20 patient groups are: Hereditary Neuropathy Foundation, Organic Acidemia Association, XLH Network, Inc., CCHS Family
Network, Pitt Hopkins Research Foundation, The OMSLife Foundation, Platelet Disorder Support Association, Global Foundation
for Peroxisomal Disorders, APS Type 1 Foundation, Scleroderma Research Foundation, Galactosemia Foundation, Desmoid Tumor
Research Foundation, International Pemphigus & Pemphigoid, The Morgan Leary Vaughan Fund, Adult Polyglucosan Body Disease
(APBD) Research, Bridge the Gap-SYNGAP Education and Research Foundation, United Leukodystrophy Foundation,
AMENSupport (American Multiple Endocrine Neoplasia Support), Lipoprotein(a) Foundation, and Worldwide Syringomyelia &
Chiari Task Force.
The groups were determined by a competitive application process reviewed by an internal committee. All diseases represented have
diagnostic challenges, limited or no research, and cover a broad range of symptoms and medical specialties, including neurology, cardiovascular, musculoskeletal, immunology and endocrinology. Selected organizations are all members of NORD.
Natural history studies are longitudinal studies that aim to fill research gaps to help medical researchers better understand how diseases progress over time. They can yield vital information that is essential to clinical trial design, such as biomarkers, demographics,
important clinical symptoms, genetic and environmental variables, and patient perspectives.
Rare diseases have posed unique challenges to researchers and drug developers due to small patient populations, lack of data, clinical
endpoints that are often unclear, and enrollment and retention challenges for clinical trials. There are nearly 7,000 rare diseases and
disorders, 95 percent of which have no treatment.
Saltonstall added, “NORD’s Natural History Studies project empowers patients and families to help eliminate some of the ‘I don’t
know’ in rare disease research, making way for progress.”

National Organization for Rare Disorders
Provides information, including an A-Z index of hundreds of rare diseases, and tries to link parents to support groups for families of children with rare or chronic disabilities. NORD is the official US sponsor of
Rare Disease Day, which occurs on the last day of February each year. On Rare Disease Day, millions of
patients and their families around the world share their stories to promote awareness of the challenges,
hopes and needs of those living with rare diseases. Launched in Europe in 2008 by EURORDIS, and is now
observed in more than 65 nations.
800-999-NORD (6673) Call Center • 202-588-5700 • www.rarediseases.org
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Spring into
Organizing!
efore she started Simplify You (www.simplifyyou.com)
13 years ago, Certified Professional Organizer C. Lee
Cawley says that in every previous job she held, being
organized with tasks and her work area led to success in
each. “It was a common theme,” she recalls. “It occurred to
me that I could help people with their residential declutter‐
ing challenges. With so many TV shows about hoarding, the
stigma of asking for help is gone.”

B

Cawley notes that people are more distracted by computers,
smartphones, and other electronic devices. “There’s a lot
more to keep track of these days. Instead of creating a paper‐
less environment, using computers often generate more
paper, and you have to decide what to do with it all, ” she
says. “I’m also not one of those organizers who insists that
people get rid of their stuff,” she explains. “It’s just a matter
of deciding what you no longer need and donating the items,
recycling or repurposing them, or throwing them away.”
Collectors and hobbyists, rejoice! There are creative ways to
store items and supplies while displaying others.
Cawley suggests that every room in a house needs three
things: 1) a trash receptacle; 2) lamps with 100‐watt light
bulbs to increase visibility; and 3) an analog clock. “This is a
great alternative to digital clocks. People can see where they
are in an hour and keep better track of time.”
She asks clients not to clean up before she meets with them.
That way, she can help them see problem areas as she finds
out more about their daily routines. She advises that it’s best
to tackle one room at a time.
Cawley has worked with some clients who have disabilities.
“A woman who is blind was referred to me because of my
background in costume design, “ Cawley says. “She had a
high‐level job that required her to dress well, and she needed
help organizing her closet for seasonal changes. We took
everything out, and I described each garment to her in
detail—the specific color and shade, the design, and the fab‐
ric, As my client touched each item, she chose whether it was
a work outfit, casual wear, or something fancy for an evening
out. We put matching clothing together and labeled them,
organizing the closet from left to right.”
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By Carrie Smoot

Cawley has also worked with wheelchair users. “Another
client, a lawyer, planned ahead for the time when her disabil‐
ity might worsen,” Cawley recalls. “She bought another condo
unit in her building as eventual living space for caregivers.
For the guest bedroom of that unit, she wanted a home office.
I helped her with space planning and design.”
One very big desk worked best for this client. All of her fre‐
quently used supplies and equipment were within arm’s
reach, and she used a lateral filing cabinet. Things she didn't
use often were stored on higher shelves—not on the floor.
“This desk is a better setup for some people, and it's much
better than an L‐shaped desk, which just has wasted space in
the corner,” Cawley says.
Meanwhile, the original unit remained intact as the woman’s
family home. Cawley helped out here, too. “She had difficulty
using her reacher to retrieve her clothes from the front‐load
washer into the dryer. I placed a self‐adhesive hook on the
outside of the washer. Instead of the reacher, we substituted
a long wood‐and‐wire pasta spoon, which made retrieving
clothes easier. It was stored on the hook when not used.”
In the kitchen, items were arranged where she could reach
them, in lower cabinet drawers. “I recommend square Oxo
Pop‐Top canisters for storage, because there’s no wasted
space, as with round containers,” Cawley says.
Sometimes, people have difficulty leaving for work on time,
which may affect how the rest of their day will go. Cawley
has helped them plan better. “Yes, you could suggest that
preparing as much as possible the night before would help,
but people have their preferred morning routines. If you
have kids, there’s always the last‐minute things they forget
to tell you about, such as permission slips, notes from teach‐
ers, and so on.”
One of Cawley’s clients liked to watch morning shows on TV,
read the paper, and have coffee before leaving for work. But
she never made it out the door on time, and everything was
left a mess.
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The solution? “We put strips of painter’s tape in every room
of her house after organizing each area. She wasn’t allowed
to leave each area until each activity had been completed
there.” For example, her bed had to be made and her clothes
and jewelry picked out before she left her room. She was free
then to have breakfast, watch her program, and read the
paper. Her bathroom radio was set to go off at a specific time
with music she hated—letting her know it was time to get
ready. She had to go into the bathroom to turn it off, and
she couldn’t leave the bathroom until she had showered,
dressed, and put on makeup. Once at the office, she could
treat herself at Starbucks if things had gone well. “It’s all
about rewarding yourself,” Cawley says.
Organizing Maniacs (www.OrganizingManiacs.com) in
Tysons Corner specializes in helping people with ADHD and
ADD keep their lives in order. Certified Professional
Organizer Cris Sgrott‐Wheedleton works with a team of peo‐
ple to meet specific client needs. Having help when organiz‐
ing makes the work go faster.
“We all like the idea of being organized, but a lot of us fail by
the second day because people get too overwhelmed,” Sgrott‐
Wheedleton says. “I’ll ask people what they would like to
accomplish, and they’ll say, ‘organize my whole house.’ What
they don’t realize is that organizing is a long‐term project
that requires daily commitment. You have to break tasks
down into smaller steps,” she says. “Start with clearing a
small area. It’s like working out. Once you get started, you
can keep going.”
Sgrott‐Wheedleton says that having less is much better for
everyone, whether they have a disability or not. She says
some people need help deciding what to keep and what to let
go of. Other clients are just ready, saying, “I can’t live like this
anymore.” She recalls working with one client who discov‐
ered she had 28 wine bottle openers when she only needed
three or four. Because this item did not have designated stor‐
age space, the client regularly misplaced them. “

We often don’t realize what we actually have until we see it,”
Sgrott‐Wheedleton says.
To begin, Sgrott‐Wheedleton has clients remove everything
from the area to be organized, and then the sorting starts.
She encourages and suggests ways to create activity zones,
such as in a home office—a place for using the computer, a
place to sort mail, and a place to take messages, with pens,
notepads, pencils, and a bulletin board and calendar near the
phone.
“Things in every room should be easily accessible,” she says,
“Storage solutions are wonderful, but don’t containerize until
you’ve gotten rid of what you don’t want. That way, you don’t
waste money and time returning something that won’t
work.” She is also a fan of labeling storage spaces and shelves
so everyone in the household can find items easily and store
things properly.
Sgrott‐Wheedleton notes that people who have learning dis‐
abilities experience difficulty with processing information
and keeping track of tasks. She encourages them to write
down the steps, breaking down each task for each project
and checking it off when finished, providing a sense of
accomplishment. Writing things down, she says, develops
memory skills. “Daily to‐do lists are also useful,” she says.
“But don’t put more than three to five items on them, or it
can get overwhelming.”
Everyday timers, including egg timers and kitchen timers,
can be useful in tracking time. “Lots of choices are available,”
she says, “But one with a red arrow will show you how much
time is left for a particular task.”
The main thing, Sgrott‐Wheedleton says, is to take things
slowly and celebrate the small successes when organizing. n
Carrie Smoot is a Northern Virginia freelance writer.

“...every room in a house
needs three things:
1) a trash receptacle;
2) lamps with 100-watt light bulbs to
increase visibility; and 3) an analog
clock. “This is a great alternative to digital clocks. People can
see where they are in an hour
and keep better track of time.”
spring 2016

Resources
• The National Association of
Professional Organizers
Offers tips and ideas for creating order, including suggestions on hiring the right organizer,
and a member directory.
www.napo.org
• Organizing Maniacs
Tysons Corner, Virginia • 703-436-8607
www.OrganizingManiacs.com
Simplify You
Arlington, Virginia • 703-625-7336
www.simplifyyou.com
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Strengthening Families
For the Well-Being
Of Children

ethany Christian Services is a global nonprofit organization that brings families together and keeps families
together through our quality social services. Strengthening
families for the well-being of children is our top priority. Our
services include adoption, foster care, and pregnancy counseling.
We also provide counseling to families, assist immigrants resettling in the U.S., and partner with several international countries
to help keep families together. The work we do equips families to
be the answer for children in need.

B

We are passionate about helping vulnerable children find their
forever family. We are currently seeking families for over 500
specific children living in other countries with a wide range of
special placement needs. For
example, in
China, there are
more than 200
children with
Down Syndrome
who are without
a loving family.
Many will spend
their entire life in
institutionalized care because many developing countries do not
have the medical resources we have in the U.S.
The Bamboo Project, unique to Bethany Christian Services,
began in the summer of 2013 when we received 14 files of children with Down Syndrome. Within the first two years of beginning the project, 10 of the original Bamboo children were
matched with Bethany families! The project now includes more
than 40 children, with new children continually being added.
The resources available to families have also expanded to include
a strong mentoring and family support network. While the project has experienced incredible success, there are still many children waiting for their own loving family.

Through our many years of experience, we have learned that
social support plays an important role in the success of each
adoption, which is why family-to-family mentoring and emotional support are key components of the Bamboo Project.
Bamboo families are connected through a Facebook page run by
an experienced adoptive mom of a
child from China with Down
Syndrome. She has established very
strong relationships among other
families through the page.
In June 2015, our Bamboo families,
who have dubbed their group the
“Bamboo Cousins”, held a reunion in
the suburbs of Chicago. The group’s
amazing weekend involved a water
park and playing at a nearby Gigi’s
Playhouse, a Down Syndrome
achievement center. These families are passionate about their
children and committed to helping find families for children who
are still waiting. They are eager to share their experiences and to
support adoptive families both before and after their child is
home.
If you’d like to be involved in the Bamboo Project but aren’t sure
if you are ready to make the commitment to adoption, we are
always seeking advocates, financial support, and prayer warriors.
For more information on how you can help, please contact our
China Team at china@bethany.org.
For general adoption information,
please visit our website at
www.bethany.org.
You can also contact our Virginia offices
at 703.385.5440 or find out about our
free informational meetings at
www.bethany.org/fairfax/Meetings.

Article courtesy of the staff of Bethany Services. Photos courtesy of Bethany Services’ Bamboo Project
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Frequently
Asked
Questions
Editor’s note:
My thanks to the Prader-Willi Syndrome Association for this Fact Sheet.
See more at www.pwsausa.org

What is Prader-Willi Syndrome (PWS)?
PWS is a complex genetic disorder that typically causes low
muscle tone, short stature, incomplete sexual development, cognitive disabilities, problem behaviors, and a chronic feeling of
hunger that can lead to excessive eating and life-threatening obesity.

How common is PWS?
It is estimated that one in 12,000 to 15,000 people has PWS.
Although considered a “rare” disorder, Prader-Willi syndrome is
one of the most common conditions seen in genetics clinics and
is the most common genetic cause of obesity that has been identified. PWS is found in people of both sexes and all races

Is PWS inherited?
Most cases of PWS are attributed to a spontaneous genetic
error that occurs at or near the time of conception for unknown
reasons. In a very small percentage of cases (2 percent or less), a
genetic mutation that does not affect the parent is passed on to
the child, and in these families more than one child may be
affected. A PWS-like disorder can also be acquired after birth if
the hypothalamic portion of the brain is damaged through injury
or surgery. All families with a child diagnosed with PWS should
see a geneticist for genetic counseling in order to fully understand their chances of having another child with PWS.

What is known about the genetic
abnormality?
Basically, the occurrence of PWS is due to lack of several
genes on one of an individual’s two chromosome 15s— the one
normally contributed by the father. In the majority of cases,
there is a deletion—the critical genes are
somehow lost from the chromosome. In most of the remaining
cases, the entire chromosome from the father is missing and
there are instead two chromosome 15s from the mother (uniparental disomy). The critical paternal genes lacking in people

with PWS have a role in the regulation of appetite. This is an
area of active research in a number of laboratories around the
world, since understanding this defect may be very helpful not
only to those with PWS but to understanding obesity in otherwise normal people.

How is PWS diagnosed?
Suspicion of the diagnosis is first assessed clinically, then
confirmed by specialized genetic testing on a blood sample.
Formal diagnostic criteria for the clinical recognition of PWS
have been published (Holm et al, 1993), as have laboratory testing guidelines for PWS (ASHG, 1996).

Does early diagnosis help?
Early diagnosis of Prader-Willi syndrome gives parents time
to learn about and prepare for the challenges that lie ahead and
to establish family routines that will support their child’s diet and
behavior needs from the start. Knowing the cause of their child’s
developmental delays can facilitate a family’s access to important
early intervention services and may help program staff identify
areas of specific need or risk. Additionally, a diagnosis of PWS
opens the doors to a network of information and support from
professionals and other families who are dealing with the syndrome.

Does overeating with PWS begin at birth?
No. In fact, newborns with PWS often cannot get enough
nourishment because low muscle tone impairs their sucking ability. Many require special feeding techniques or tube feeding for
several months after birth, until muscle control improves.
Sometime in the following years, usually before school age, children with PWS develop an intense interest in food and can
quickly gain excess weight if calories are not restricted

spring 2016
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What causes the appetite and obesity
problem in PWS?

person’s environment and consistent use of positive behavior
management and support.

People with PWS have a flaw in the hypothalamus part of
their brain, which normally registers feelings of hunger and satiety. While the problem is not yet fully understood, it is apparent
that people with this flaw never feel full; they have a continuous
urge to eat that they cannot learn to control. To compound this
problem, people with PWS need less food than their peers without the syndrome because their bodies have less muscle and tend
to burn fewer calories.

What does the future hold for people with
PWS?

Do diet medications work for appetite
problem in PWS?
Unfortunately, no appetite suppressant has worked consistently for people with PWS, but there are currently some promising drug studies. Most require an extremely low-calorie diet all
their lives and must have their environment designed so that
they have very limited access to food. For example, many families have to lock the kitchen or the cabinets and refrigerator. As
adults, most affected individuals can control their weight best in
a supportive living home designed specifically for people with
PWS, where food access can be restricted without interfering
with the rights of those who don’t need such restriction.

What kind of behavior problems to people
with PWS have?
In addition to their involuntary focus on food, people with
PWS tend to have obsessive/compulsive behaviors that are not
related to food, such as repetitive thoughts and verbalizations,
collecting and hoarding of possessions, picking at skin irritations, and a strong need for routine and predictability.
Frustration or changes in plans can easily set off a loss of emotional control in someone with PWS, ranging from tears to temper tantrums to physical aggression. While psychotropic medications can help some individuals, the essential strategies for minimizing difficult behaviors in PWS are careful structuring of the

With help, people with PWS can expect to accomplish many
of the things their “normal” peers do—complete school, achieve
in their outside areas of interest, be successfully employed, even
move away from their family home. They do, however, need a
significant amount of support from their families and from
school, work, and residential service providers to both achieve
these goals and avoid obesity and the serious health consequences that accompany it. Even those with IQs in the normal
range need lifelong diet supervision and protection from food
availability.
Although in the past many people with PWS died in adolescence
or young adulthood, prevention of obesity can enable those with
the syndrome to live a normal lifespan. New medications, including psychotropic drugs and synthetic growth hormone, are
already improving the quality of life for some people with PWS.
Ongoing research offers the hope of new discoveries that will
enable people affected by this unusual condition to live more
independent lives.

How can I get more information on PWS?
Contact the Prader-Willi Syndrome Association (USA) at 1800-926-4797 or email info@pwsausa.org
A strong national organization of families and professionals,
PWSA (USA) offers a toll-free helpline, a bimonthly member
newsletter and numerous publications about PWS, a World Wide
Web page (www.pwsausa.org), an annual family conference and
scientific meeting, and chapters throughout the country to provide local family support and advocacy n

The Prader-Willi Syndrome Association
PWSA (USA) was organized in 1975 to provide support for individuals, families, professionals and organizations and to be a
resource for education and information about Prader-Willi syndrome. The organization was first headquartered in Minneapolis,
then moved to St. Louis, Missouri, and then found its permanent home in Sarasota, Florida in October of 1997. The association
is governed by a national board of directors. The board works in conjunction with the paid and volunteer staff of the national
headquarters, and a network of chapters throughout the country to direct the organization's operations and serve its members.
Provides a network of information, support services, and research endeavors to meet the needs of affected children, adults and
their families
800-926-4797 • www.pwsausa.org

PWSA of Maryland, Virginia, and D.C.
547 Varndell Road Grantsville MD 21536
301-268-0881• lisa@varndellengineering.com • www.pwsausa.org/maryland-virginia-dc-chapter/
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AAASP And Blazesports America Announce Collaboration
tlanta (March 22, 2016) – Two Atlanta-based adaptive sports organizations have announced an exciting new
working relationship that will provide more coordinated athletic opportunities for children with physical disabilities in both a school-based and community setting. BlazeSports America and the American Association
of Adapted Sports Programs (AAASP) plan to collaborate on a variety of projects that will serve as a national model
of excellence in community and school-based partnerships for adaptive sports.

A

“BlazeSports America and AAASP are natural partners,” says BlazeSports Executive Director Cynthia Frisina.
“Working collaboratively on a variety of best practices and adaptive sports initiatives will provide more life-changing
sports opportunities to children with physical disabilities.”
Since USDOE’s Office of Civil Rights clarified school's responsibilities to insure athletics are inclusive, new and
existing program efforts have popped up or expanded across the nation.
“We are truly invested as national leaders in seeing all those efforts succeed,” states Tommie Storms, Co-Founder
and Director of Operations for AAASP. “And what better way to continue to develop and share with others the lessons of two decades of BlazeSports community-based programs and AAASP school based programs than
working together in local communities to insure opportunities exist at every level for these athletes?"
When like-minded adaptive sports organizations team up, the athletes win. “Collaborations are key to forming the
best possible environment and experiences, both in our nations schools and local communities, for individuals with
physical disabilities,” explains Bev Vaughn, Co-Founder and Executive Director, AAASP. “This partnership strengthens our ability to achieve these results and narrow the gap in providing equitable adapted sport opportunities.”
With the 20th anniversary of the 1996 Paralympic Games in Atlanta coming up this summer, the timing could not
be better for Paralympic legacy organization BlazeSports America and interscholastic sports association AAASP to
get more kids with physical disabilities physically active and participating in adaptive sports.
For More Information Contact Tommie Storms
404-291-4514 • tstorms@adaptedsports.org

About BlazeSports America

About AAASP
The American
Association of
Adapted Sports Programs (AAASP), founded in Atlanta, GA in 1996,
is a not-for-profit 501 (C) (3) association dedicated to implementing adapted interscholastic sport programs in partnership with
national, state, and local educational agencies in order to extend
the benefits of sports to America’s Sidelined Kids. This cooperative
approach represents the most successful model for affording
students with physical disabilities access to competitive sport and
represents a membership of schools and state high school associations offering a standardized approach to interscholastic sports
programming for students with physical disabilities. Honored many
times nationally for their cross-disability model that makes local
play possible, AAASP develops resources for teachers, including
adaptedSPORTS® Kits and rule books for classroom and sport use
and trains school professionals in coaching, officiating and the
administration of their adaptedSPORTS®.
http://adaptedsports.org/

BlazeSports America is a 501(c)(3) nonprofit organization that is
the legacy organization of the 1996 Paralympic Games held in
Atlanta, Ga., offering programs and services that encourage lifelong health, build leadership skills, foster independence and inclusion, and promote an inclusive society. Based in Atlanta,
BlazeSports America’s mission is to change the lives of children and
adults with physical disabilities through sport. In addition to its US
efforts, BlazeSports America has served individuals and communities in 11 countries and partners with organizations around the
world to provide a broad assortment of programs. The interdisciplinary approach includes sport and community programs, leadership programs, competitions, camps and clinics, professional
continuing education and certification and sports diplomacy and
social impact. BlazeSports America serves children and adults with
adaptive sport programs as well as military veterans with physical
disabilities.
www.blazesports.org
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2nd
Annual
Art
Show
May 17 • 4 pm - 7 pm
3600 Saunders Avenue
Richmond, Virginia, 23227

T

he Greater Richmond ARC welcomes you to join us for our second annual art show. This year, we’ve
opened the doors to submissions from all of our programs in all forms of media. See passion, energy,
vibrancy and creativity manifest in art; see the joy this process of creating offers as individuals explore
new ways to express themselves.
Director of Day Support Services Emily Lehmann said it has been exciting to see the enthusiasm for crafting
projects to be in the show. For some, these projects provide another way to communicate. For others, it exposes them to new sensations and enables them to explore likes and dislikes.
One Day Support staff member with a background in art therapy has been conducting sessions at least once a
week to produce some of the body of work for the show. She emphasized the lesson that art can help people
share ideas. “Art is a way to show how we feel and what we think,” she said.
Look forward to an assortment of canvas paintings, drawings, collages and sculptures. Some pieces will be
available for sale; proceeds of these sales will be given to the artist to use for program extras such as tickets
for Flying Squirrels games or lunch out around town.
For more information, please contact Emily Lehmann, Director of Day support
Services at the Greater Richmond ARC, at (804) 358-1874 or
emily.lehmann@RichmondARC.org.
To learn more about ARC, visit www.RichmondARC.org.
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What is
Williams
Syndrome?
Editor’s note:
My thanks to the Williams Syndrome Association for this informational page.
See more at https://williams-syndrome.org

illiams syndrome (WS) is a
genetic condition that is pres‐
ent at birth and can affect
anyone. It is characterized by medical
problems, including cardiovascular
disease, developmental delays, and
learning disabilities. These often occur
side by side with striking verbal
abilities, highly social personalities
and an affinity for music.

W

WS affects 1 in 10,000 people world‐
wide – an estimated 20,000 to 30,000
people in the United States. It is known
to occur equally in both males and
females and in every culture.
Unlike disorders that can make con‐
necting with your child difficult, chil‐
dren with Williams syndrome tend to
be social, friendly and endearing.
Parents often say the joy and perspec‐
tive a child with WS brings into their
lives had been unimaginable.
But there are major struggles as well.
Many babies have life‐threatening car‐
diovascular problems. Children with
WS need costly and ongoing medical
care and early interventions (such as
speech or occupational therapy) that
may not be covered by insurance or
state funding. As they grow, they
struggle with things like spatial rela‐
tions, numbers, and abstract reasoning,
which can make daily tasks a challenge.

As adults, most people with Williams
syndrome will need supportive hous‐
ing to live to their fullest potential.
Many adults with WS contribute to
their communities as volunteers or
paid employees; often working at
assisted living homes for senior citi‐
zens, hospitals and libraries, or as
store greeters or veterinary aides.
Just as important are opportunities for
social interaction. As people with
Williamssyndrome mature – beyond
the structure of school and family
activities – they often experience
intense isolation which can lead to
depression. They are extremely socia‐
ble and experience the normal need to
connect with others; however people
with Williams syndrome often don’t
process nuanced social cues and this
makes it difficult to form lasting rela‐
tionships.

Common Features Of
Williams Syndrome
Include:
Facial
a Characteristic
Appearance
Most young children with Williams
syndrome are described as having sim‐
ilar facial features. These features
include a small upturned nose, long
philtrum (upper lip length), wide
mouth, full lips, small chin, and
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puffiness around the eyes. Blue and
green‐eyed children with Williams syn‐
drome can have a prominent "star‐
burst" or white lacy pattern on their
iris. Facial features become more
apparent with age.

And Blood Vessel
a Heart
Problems
The majority of individuals with
Williams syndrome have some type of
heart or blood vessel problem.
Typically, there is narrowing in the
aorta producing supravalvular aortic
stenosis (SVAS), or narrowing in the
pulmonary arteries. There is a broad
range in the degree of narrowing, rang‐
ing from trivial to severe (requiring
surgical correction of the defect). Since
there is an increased risk for develop‐
ment of blood vessel narrowing or high
blood pressure over time, periodic
monitoring of cardiac status is neces‐
sary.

(Elevated
a Hypercalcemia
Blood Calcium Levels)
Some young children with Williams
syndrome have elevations in their
blood calcium level. The true frequency
and cause of this problem is unknown.
When hypercalcemia is present, it can
cause extreme irritability or "colic‐like"
symptoms.

continued next page
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Occasionally, dietary or medical treat‐
ment is needed. In most cases, the
problem resolves on its own during
childhood, but lifelong abnormality in
calcium or Vitamin D metabolism may
exist and should be monitored.

Birth-Weight / Slow
a Low
Weight Gain
Most children with Williams syndrome
have a slightly lower birth‐weight than
their brothers or sisters. Slow weight
gain, especially during the first several
years of life, is also a common problem
and many children are diagnosed as
"failure to thrive.” Adult stature is
smaller than average

a

Dental Abnormalities

Irritability (Colic During
Infancy)

Many infants with Williams syndrome
have an extended period of colic or irri‐
tability. This typically lasts from 4 to 10
months of age, then resolves.. Abnormal
sleep patterns with delayed acquisition
of sleeping through the night may be
associated with the colic. Extreme irri‐
tability may also be caused by hypercal‐
cemia in some children with WS.

with Williams syn‐
a Individuals
drome have a very endearing per‐

a Kidney Abnormalities
There is a slightly increased frequency
of problems with kidney structure
and/or function.

a Learning Disabilities And

Inguinal (groin) and umbilical hernias
are more common in Williams syn‐
drome than in the general population.

(Sensitive
a Hyperacusis
Hearing)
Children with Williams syndrome often
have more sensitive hearing than other
children; certain frequencies or noise
levels can be painful and/or startling to
the individual. This condition often
improves with age.

a Musculoskeletal Problems
Young children with Williams syn‐
drome often have low muscle tone and
joint laxity. As the children get older,
joint stiffness (contractures) may devel‐
op. Physical therapy is very helpful in
improving muscle tone, strength and
joint range of motion.

Thousands of people are expected to join the Williams
Syndrome Association this year to raise awareness for
Williams syndrome, a genetic condition that remains
virtually unknown to the general public, educators and
many doctors. Included in the awareness events are
walks, runs, golf tournaments, and a host of other
types of events in cities across the United States.

Developmental Delay,

Attention Deficit Disorder

a Hernias

May Is Williams Syndrome
Awareness Month!
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Overly Friendly (Excessively
Social) Personality

sonality. They have a unique strength in
their expressive language skills, and are
extremely polite. They are typically
unafraid of strangers and show a
greater interest in contact with adults
than with their peers.

Feeding Problems

Many infants and young children have
feeding problems. These problems have
been linked to low muscle tone, severe
gag reflex, poor suck/swallow, tactile
defensiveness etc. Feeding difficulties
tend to resolve as the children get
older.

a

a

Slightly small, widely spaced teeth are
common in children with Williams syn‐
drome. They also may have a variety of
abnormalities of occlusion (bite), tooth
shape or appearance. Most of these
dental changes are readily amenable to
orthodontic correction.

Most people with Williams syndrome
will have mild to severe learning
disabilities and cognitive challenges.
Young children with Williams syn‐
drome often experience developmental
delays. Milestones such as walking,
talking and toilet training are often
achieved somewhat later than is con‐
sidered normal. Distractibility is a com‐
mon problem in mid‐childhood, which
can improve as the children get older.
Older children and adults with
Williams syndrome often demonstrate
intellectual "strengths and weakness‐
es." There are some intellectual areas
(such as speech, long term memory,
and social skills) in which performance
is quite strong, while other intellectual
areas (such as fine motor and spatial
relations) show significant weakness. n

Williams Syndrome Association
Provides the most comprehensive resource for people and families living with Williams syndrome as well as doctors, researchers and educators, providing resources, support and the latest medical information.
800-806-1871 • www.williams-syndrome.org

Williams Syndrome Facebook Page
www.facebook.com/williamssyndrome

WSA Camps
Each summer more than 200 youth and teens with Williams syndrome
enjoy camp weeks designed especially for them, at WSA sponsored
camps.
www.williams-syndrome.org/camps
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Get to Know Virginia Centers for
Independent Living
By Carrie Smoot
fter I graduated from an out-of-state college, I returned
to Northern Virginia. Immediately, I got a crash course
in Real Life 101 while job-hunting, navigating the routes
and elevators of the Metro system, and considering next steps in
my life. I was on the phone a lot networking with many organizations, both disability-related and not. Although I didn’t realize
it at the time, I was building confidence.

A

But that didn’t mean I was never frustrated or discouraged. One
day, when my job search hit a dead end, I decided to call the
Endependence Center of Northern Virginia. I talked with one of
the counselors, who passed along a job she had heard about. I
eventually got that job, but that’s another story.
During the conversation, I commented, “You know, everything
would be a lot easier if I were normal.” The counselor stopped
me right there. “You are a normal person,” she assured me.
Remembering that heartfelt declaration over the years has served
me well.
In my work I made periodic contact with my local Center for
Independent Living (CIL) and others in the area. Now that I
have come to another crossroads, I wanted to see how CILs have
changed, and what they offer.

How CILs Began
Located in Henrico, Va, Marcia DuBois is the interim independent living director and serves permanently as livable communities coordinator at the Department for Aging and Rehabilitative
Services (DARS). In the latter role, she conducts all CIL site
reviews and evaluates several other community-based programs.
She says some people still have the impression that an independent living center is a place to live if they don’t know much about
them. “There’s also no age limit to receiving services,” DuBois
says. “In fact, CILs can be considered one-stop shopping for
disability services and information.”
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DuBois provides additional background. “CILs were created
under the Rehabilitation Act of 1973 and its reauthorization in
1978 to provide nonresidential services to people with disabilities
in four areas:
1) information and referral;
2) advocacy;
3) independent living skills training; and
4) peer mentoring.
Under the Workforce Innovation and Opportunity Act of 2014,
(WIOA) the role of CILs expanded to help people transition out
of institutions—and to prevent them from leaving their housing
situations in the community.” Under WIOA, the new transition
services have three components: transition from institutions,
transition for youth, and activities to prevent institutionalization.”
DuBois defines transition services this way: “Facilitates the transition of people with disabilities from institutions to the community; provides assistance to those at risk of entering an institution; and facilitates the transition of youth with disabilities into
higher education, the workforce and the community.”
Currently, 17 CILs operate in Virginia. Yet some areas, such as
Orange, Rappahannock, Culpeper, Madison, Brunswick, and
other small communities remain unserved. In addition to some
federal and state funding, DuBois says grassroots efforts from
disability advocates, their family and friends government, business, and other community leaders and residents bring about
new CILs. Sometimes an established CIL will sponsor a new one,
which operates as a satellite organization until achieving full status. Local CILs work with the community and individuals. States
operate associations of CILs that focus on policy. Nationally, the
National Council on Independent Living (NCIL) is a policy
resource.

www.celebratingspecialchildren.org

continued next page

“The beauty of a Center for Independent Living is that it’s run by
and for people with disabilities—the largest minority group,”
DuBois explains. “At least 50 percent of the staff and board have
various disabilities, which creates informal learning and awareness opportunities, Staff and consumers decide on specific and
unique services.”
Depending on where someone lives, services provided might
vary, “For example, travel training means something entirely different in a rural part of Virginia, where fewer options are available,” DuBois says. “In contrast, Northern Virginia, part of a
metropolitan area, would have a much more extensive program.
Some groups might have more social groups or equipment loan
programs.”
Depending on a CIL’s staff size, one person may take on multiple
roles. For those who can't get to a Center, it’s not unusual in
some areas for a staff person to come to someone’s home if
needed.

Community Services
Often, a CIL will conduct community workshops on the ADA
and other disability laws. If curb cuts, broken sidewalks, ramps,
or other architectural barriers are issues, CILs will work to get
these built or repaired. CILs are community transportation and
employment advocates as well, maintaining relationship with
local vocational rehabilitation offices. Staff members attend
community events to spread the word about what CILs offer.
Once a year, CILs address legislators in Richmond.
DuBois also described Project ABLE, an effort by Virginia CILs
to inform architects, those in the building and construction
trades, and related professionals about what the different laws
say about accessibility specifications. “It’s been very popular,” she
says. “They appreciate having everything in one publication.”

Personal Assistance Services
“All CILs are able to provide financial management training as a
part of independent living skills training and should have staff
knowledgeable in providing guidance on how to hire, train, or
fire Personal Care Assistants (PCAs). Most of the CILs are service facilitators for Medicaid Waivers. Those CILs would have
even more expertise in PCA management because that training
is part of the service facilitator/s responsibility. Service facilitators through Medicaid provide guidance with consumer-directed
services. Here is the link:
www.dmas.virginia.gov/Content_pgs/ltc-wvr.aspx
DARS also has a Personal Assistance Services (PAS) program for
State PAS, VR PAS and Brain Injury PAS. There is a large
waiting list for State PAS. Here is the link:
www.vadars.org/cbs/pas.htm.”
CILs offer a world of options and connections. Check them out.
Don’t be afraid to ask for help. n

Carrie Smoot is a Northern Virginia freelance writer.

Resources
Department for Aging and Rehabilitative Services
(DARS)
www.vadars.org
DARS Centers for Independent Living
www.vadrs.org/cbs/cils.htm
DARS Facebook
www.facebook.com/vadars
National Council on Independent Living
www.ncil.org

Individual Services
For individuals looking for help, Dubois says it’s a good idea to
meet the staff in person if you can. But first, think in detail
about what you need and what you have done so far before setting up a meeting. The first step is doing an intake interview to
outline goals and responsibilities. “The staff person is there to
guide you, but not to do for you. That teaches empowerment.
You might meet with this person only once or a few times. Other
projects, such as travel training or locating accessible housing,”
may take longer.”

Virginia Association of Centers for Independent
Living www.vacil.org/Resources.htm

spring 2016

17

Editor’s note:
Reprinted with thanks from http://moebiussyndrome.org
oebius syndrome is a nonprogressive craniofacial/neurological disorder that manifests
itself primarily in facial paralysis.
Individuals with Moebius syndrome
cannot smile or frown, and do not
have lateral eye movements. Many
individuals with Moebius syndrome
also have skeletal involvement with
limb abnormalities or Poland syndrome. People with Moebius syndrome can have respiratory problems,
speech and swallowing disorders,
visual impairments, sensory integration dysfunction, sleep disorders,
weak upper body strength and autism
spectrum disorders.

M

Many people with Moebius syndrome
are born with a small chin (micrognathia) and a small mouth (microstomia) with a short or unusually shaped
tongue. The roof of the mouth may
have an abnormal opening (cleft
palate) or be high and arched. These
abnormalities contribute to problems
with speech, which occur in many children with Moebius syndrome. Dental
abnormalities, including missing and
misaligned teeth, are also common.
(credit to http://ghr.nlm.nih.gov/condition/moebius-syndrome)

Other cranial nerves (3rd, 4th, 5th,
9th, 10th and 12th) may also be
affected, causing skeletal involvement
causing hand/feet anomalies and/or
club feet. Although they may crawl
and walk later, most children with
Moebius Syndrome eventually catch
up. For more information on the
Twelve Cranial Nerves, visit
http://moebiussyndrome.org/wp-content/uploads/2015/07/Twelve_Crani
al_Nerves.pdf
Respiratory problems, speech and
swallowing disorders, visual impairments, sensory integration dysfunction, sleep disorders, and weak upper
body strength may also be present.
Approximately 30 percent of children
with Moebius syndrome are on the
autism spectrum.
Speech problems often respond to
therapy, but may persist due to
impaired mobility of the tongue
and/or mouth. As children get older,
the lack of facial expression and an
inability to smile may become the
dominant visible symptoms. Moebius
syndrome is sometimes but usually
infrequently, accompanied by Pierre
Robin Syndrome and Poland’s
Anomaly.

What is
Moebius
Syndrome?
The causes of Moebius syndrome are
unknown, although the condition
probably results from a combination
of environmental and genetic factors.
Researchers estimate that the condition affects 2 to 20 per 1 million people.

Symptoms
• Lack of facial expression; inability to
smile
• Feeding, swallowing and choking
problems
• Keeping head back to swallow
• Eye sensitivity due to inability to
squint
• Motor delays due to upper body
weakness
• Absence of lateral eye movement
• Absence of blinking
• Strabismus (crossed eyes)
• Drooling
• High palate
• Short or deformed tongue
• Limited movement of tongue
• Submucous cleft palate
• Dental problems
• Hearing impairment
• Articulation / speech disorders
• Minor mid-line anomalies
• Club feet
• Hand/feet deformities

History and Mission of the Moebius Syndrome Foundation
Welcome to the Moebius Syndrome Foundation. We are here to support you and your families. Some of
you may just be embarking on your journey, while others have been living with Moebius for years.
Either way, you have found your home. Our mission is provide information and support to individuals
with Moebius syndrome and their families, promote greater awareness and understanding of Moebius
syndrome, and to advocate for scientific research to advance the diagnosis and treatment of Moebius
syndrome and its associated conditions.
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For Release—February 2, 2016
Media Contact: Kim Cunningham
E: kim@moebiussyndrome.org
P: 844-MOEBIUS (844-663-2487)

Moebius Syndrome Foundation
Receives Global Genes RARE Patient Impact Grant
Pilot Grove, MO — The Moebius Syndrome Foundation, the nation's largest organization dedicated to the support of individuals and families with Moebius syndrome, is proud to announce it is a recipient of the Global Genes RARE Patient Impact Grant. The grant support will
educate the Moebius community about Oral Placement Therapy at the upcoming Moebius Syndrome Foundation Conference. For the first
time, Feeding and Speech Clarity consultations will be offered free of charge.
A critical area for those with Moebius syndrome is speech clarity. For children and infants, the same problems that can cause speech
issues impact feeding safety (swallowing) as well. These are due to reduced oral sensitivity, incomplete lip closure, reduced tongue mobility/grading, and weak jaw musculature. Many people with Moebius syndrome have paresis, a partial paralysis where muscles can improve
with appropriate exercise and practice in a speech therapy setting, called Oral Placement Therapy.
Two therapists will provide individual speech & feeding consultations. Each is a 45 minute evaluation which provides an overview of the
muscle based activities that can be used by both therapists and parents to improve verbal communications and feeding safety. In the past,
individuals were charged $75 for this consultation. For the first time, with this generous grant support, the consultations will be offered free
of charge.
There are two sessions at the Moebius Syndrome Foundation Conference which address Oral Placement Therapy:
• Feeding for Infants and Toddlers: Renee Roy Hill , MS, CCC-SLP
• Speech Clarity for 3 Years of Age through Adults: It’s Never Too Late: Sara Rosenfeld-Johnson, MS, CCC-SLP
"We are honored to receive this grant funding from Global Genes," says Kim Cunningham, Moebius Syndrome Foundation executive
director. "It is our hope that more families will be able to benefit from the feeding and speech clarity consultations, now being offered at no
charge. Parents of children with Moebius syndrome will leave our conference with techniques that may assist their kids to eat well and
gain an understanding of the connection to later speech development."
The RARE Patient Impact Grant Program offers support groups and nonprofits that care for patients affected by rare diseases the opportunity to secure funding for projects that will make a tangible difference to patient and caregivers’ lives. To see a list of 2016 awardees and
a summary of their projects, visit https://globalgenes.org/2016grantwinners.
For more information on the 12th Moebius Syndrome Foundation Conference, visit http://moebiussyndrome.org/events/conference2016
Registration is now open!

About Global Genes – Allies in Rare Disease

About the Moebius Syndrome Foundation

Global Genes is a leading rare disease patient advocacy organization. The group’s mission is to eliminate the challenges of rare disease, by providing patients with educational tools, building
awareness, providing critical connections to people and resources,
and through investment in technologies that will positively
impact affected patients and families. Recognized worldwide by
the Blue Denim Genes RibbonTM, Global Genes unites experts,
advocates and patients of all ages to stand together in hope for
treatments and cures for the estimated 7,000 rare and genetic diseases that impact approximately 30 million Americans and over
350 million people worldwide. https://globalgenes.org

The Moebius Syndrome Foundation is the Home for the
Moebius CommunityTM. Founded in 1994, the Moebius
Syndrome Foundation provides information and support
to individuals with Moebius syndrome and their families.
The Foundation promotes greater awareness and understanding of Moebius syndrome and advocates for scientific
research to advance the diagnosis and treatment of
Moebius syndrome and its associated conditions. For more
information on Moebius syndrome, the Foundation or
becoming a member, please visit
www.moebiussyndrome.org.
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Summer
Games
June 10– 11,
2016 all day
Location • Richmond, Va
~ Volunteers needed ~
800.932.4653
http://specialolympicsva.org
At Summer Games, June 10-11 in Richmond, 1500 champions will go for gold in bocce, swimming,
softball, track & field, bowling, powerlifting and tennis. Plus, we’ll light the Olympic Cauldron, welcome hundreds of new volunteers to our family, and showcase some of Richmond’s top talent at the
Opening Ceremony at the University of Richmond Robins Center.
Your applause and encouragement are an important part of our athletes’ experience, and make
Summer Games more fun for everyone involved. So let's GET LOUD together!
Sign up at www.volunteer2cheer.com.

Find Special Olympics Near You
http://specialolympicsva.org/who-we-are/find-special-olympics-near-you
Special Olympics Virginia is made up of 32 active Area programs,
which are organized into eight Regions.
Using this map, locate your Area program and learn how to
get involved with Special Olympics near you.
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