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to New CSC Board Members

i

n the last issue of
disAbilities Celebration
Connection, I noted
that the little board of Celebrating Special Children
(CSC) is doing good work, but with more physical presence around the commonwealth, we can stay in closer
touch with the needs of our readers. I asked that those
who might be interested to join our board should contact us - - - And they did!

a

nd so, welcome to CSC’s new Board Treasurer,
Carol Hagen. Carol’s education and early career
path built on her interest in science and engineering. This morphed into work as a Department of
Defense Budget Analyst before changing direction when
her oldest son was diagnosed with autism in 1996.
Since then, she has worked within the Special Needs
community in a variety of volunteer and advocacy
roles. She worked for the Family Involvement project
for four years working with families who have children
in Early Intervention in Northern Virginia. Since 2011
she has been employed by Blue Ridge Care Connection
for Children in Charlottesville as the Parent Resource
Coordinator. She recently completed a year long parent
leadership course with the Association of Maternal and
Child Health Programs. (We know there’s more - she’s just
being shy!)

w

elcome also to Patti Cettin, CSC’s new Board
Secretary. Patti has been the Executive Director
of Taking Action for Special Kids (TASK) in
Tazewell, VA, since 1995. TASK is a non-profit agency in
Tazewell County assisting families of special needs children by providing information, referrals for needed
services, website, Facebook page, support groups,

trainings and workshops and a four week summer
enrichment program for the past 30 years. TASK works
in partnership with PEATC to provide parent/professional trainings in southwest Virginia.
In addition to administering TASK, Patti responds to
requests from support groups, SEAC’s and professionals
in southwest Virginia to provide trainings and resource
displays at events. She has been trained to provide
PEATC Parent-Professional Trainings since 1996. She
has also attended numerous trainings provided by
T/TAC at Virginia Tech, VADOE, DBHDS, and
Wrightslaw.
Cettin has served on local and state committees: DRVD
DD Advisory Committee (2001), CVCA Head Start
Advisory Committee (2009), Smart Beginnings
Smyth/Tazewell (2011); and has been a member of the
Tazewell County CPMT for 15 years, and the Tazewell
County SEAC for 17 years. She is also a member of the
Substance Abuse Task Force in Rural Appalachia (SATIRA), Truancy Committee, and has served on the
Tazewell County Public Schools Citizens Advisory
Committee. In her current position as director/advocate at TASK she has attended over 2,000 school meetings with families. Patti is very proud of her adult son
who had an IEP for a learning disability during his
school years. He graduated from Virginia Tech and now
has is employed with the Department of Energy.
For complete bios of all CSC Board members, visit this
section of our webpage:
www.celebratingspecialchildren.org/board/bios/
See you in April!
Laura Nelson, Editor
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VSA International Young Soloists Competition
2014 Application Guidelines
The VSA International Young Soloists Competition annually recognizes outstanding young musicians with disabilities and
supports and encourages them in their pursuit of a career. A committee of distinguished music professionals selects up
to four winners, ages 14-25, from the United States and the international arena.
Winners of the VSA International Young Soloists Competition will receive $2,500, professional development opportunities, and will perform at the John F. Kennedy Center for the Performing Arts in Washington, D.C. on Sunday, June 1,
2014 at 6 p.m. on the Kennedy Center’s Millennium Stage.
Applications for the 2014 VSA International Young Soloists Competition will be accepted online. For more information on
the competition and for the online application, visit www.kennedy-center.org/IYS. The application deadline is Monday,
February 10, 2014 at 11:59 p.m. Pacific Time.
ADDITIONAL COMPETITION INFORMATION
Performance and Attendance Requirement
The VSA International Young Soloists performance will take place on Sunday, June 1, 2014 at 6 p.m. on the Kennedy
Center’s Millennium Stage. Winners of the competition must be present for the entire event from Friday, May 30 –
Sunday, June 1, 2014 and the performance on June 1 at 6 p.m. to accept the award.
Selection Process and Adjudication Criteria
An advisory panel comprised of music professionals and educators will assist with the selection process. These adjudicators will evaluate each audition recording in the areas of technique, tone, rhythm, interpretation, and intonation (when
applicable).
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thanks to everyone who
follows us on Facebook!

d

isAbilities Celebration Connection and Celebrating Special Children can be found at
www.facebook.com/CelebratingSpecialChildrenInc Our next goal is to double our
“LIKES” and “Followers” before the next newsetter comes out in April!

I look forward every day to hearing from you!
Laura Nelson, Editor

did you KNow?
You can donate to Celebrating Special Children in your
Virginia Tax Return!
Several years ago, our former Chairman of the Board, Ken Plum, Reston
delegate to the Virginia Assembly, arranged for Celebrating Special
Children to be added to a list of charities that may receive donations as
part of the taxpayer’s state tax return.
We’re extremely grateful to the Virginia Assembly and to our readers who
have donated this way in the past; we encourage everyone to keep it up!
For more information, see page 27 of
www.tax.virginia.gov/taxforms/Individual/Income%20Tax/2013/760Instr.pdf
Laura Nelson, Editor
Look for the next issue of disAbilities Celebration Connection to be posted during the month
of April, 2014. 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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Top Ten Advances in
Autism Research 2013
Editor’s note:
My thanks to Autism Speaks for this informational page.
See full article at
www.autismspeaks.org/science/science-news/autism-speaks-top-tenadvances-autism-research-2013
The year 2013 brought signs of a gratifying maturation in autism research. This went beyond the unmistakable increase in the sheer
number of autism studies making headlines. Many of the year’s most important advances used new technologies and built on the
foundation of knowledge established by years of investment in basic research.
Increasingly, we saw a shift toward research projects that delivered concrete advances in the prevention, diagnosis and personalized
treatment of autism and its associated medical conditions. This progress also reflected the growing appreciation that, for some indi
viduals, autism is a wholebody disorder.
As we do each year, we asked Autism Speaks’ science staff and scientific advisory committee to consider the hundreds of studies
we’ve reported on this year. From these, they selected the ten advances in autism research they saw as the most significant.
“This year has offered us plenty of exciting and relevant science stories to discuss, making it incredibly difficult to narrow down to a
top ten,” says Autism Speaks Chief Science Officer Rob Ring. “When it comes to scientific discovery in autism research, it just keeps
getting better and better.”

1. Whole Genome Sequencing
Advances Autism Diagnosis and
Personalized Care
In July, the first results from Autism Speaks
“10K Autism Genomes Program” demonstrat
ed the usefulness of whole genome sequencing for providing
unprecedented guidance for the diagnosis and personalized
treatment for autism and its associated medical conditions.
See more at www.autismspeaks.org/science/science
news/autismspeakstoptenadvancesautismresearch2013

2. Researchers Identify Earliest
Known Sign of Autism; Potential
Window for Very Early Intervention
Researchers used hightech eye tracking to
discover a subtle but consistent decline in
eye contact that begins around 2 months of
age in babies who go on to develop autism. If
confirmed, the finding would be the earliest biomarker of
autism. It may also represent an opportunity for very early
intervention that could improve the course of brain develop
ment, learning and social engagement. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

Note: I couldn’t get the links to work in individual sections,
so have substituted link to get to full article.

4

3. Strong Evidence that Prenatal Folic
Acid Can Reduce Autism Risk
In February, the Journal of the American
Medical Association published the results of a
large study showing that autism rates are
lower among the children of women who take folic acid supple
ments in the weeks before and after conception. The findings
suggest a safe and practical step women can take to reduce
autism risk. However, the benefit may turn out to be restricted
to women with propensities to low folic acid levels. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

4. Gene Study of
Neurodevelopmental Disorders Finds
Overlap between Autism and Major
MentalHealth Conditions
In February, the results of the largestever genetic study of neu
rodevelopmental disorders and psychiatric illnesses revealed
strong commonalities between autism and ADHD, bipolar disor
der, depression and schizophrenia. The shared genes included
two that balance calcium levels in brain cells, suggesting a com
mon direction for the development of new treatments. See
more at www.autismspeaks.org/science/sciencenews/autism
speakstoptenadvancesautismresearch2013
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continued next page

8. Autism, Long Genes and DNA Detanglers

continued from previous page

5. New Tools Enable Investigators to
Track Activity of Autismlinked Genes
In November, two research teams separately
reported studies that help pinpoint specific
periods in brain development when genetic
mutations can converge to increase risk for autism. Their
research uncovered surprising commonalities  showing, for
example, that many autismlinked genes affect key areas in the
same small handful of brain pathways. These findings suggest
important new targets for future treatments. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

6. “Optimal Outcomes” Rare but Real
in Autism
In January, a landmark study confirmed that a
small subset of children with autism entirely
overcome their disabilities. Researchers docu
mented that these children had significant autism symptoms
when diagnosed and suggested that intensive early intervention
and biological differences may have been crucial to their opti
mal outcomes. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

7. Beyond Autism Genes: Epigenetic
Differences in Identical Twins
By studying identical twins who differ in
autism diagnosis or symptom severity,
researchers found telltale clues showing how
environmental influences may contribute to – or protect against
– autism. See more at www.autismspeaks.org/science/science
news/autismspeakstoptenadvancesautismresearch2013

In August, investigators reported a set of dis
coveries that linked autism to disruptions in
very long genes and the enzymes that untan
gle them. The researchers have launched a
search for chemicals that prevent these impor
tant enzymes (topoisomerases) from doing
their job. Their discovery may also help explain why autism risk
is higher among the children of older parents. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

9. Large Study Supports GI Link to
Problem Behaviors in Kids with
Autism
In November, the results of a large study on a
diverse group of children with autism con
firmed that they experience high rates of gastrointestinal symp
toms. The study went further to associate GI distress with
moresevere autism symptoms including social withdrawal and
irritability. The findings lend strong support to Autism Speaks
Autism Treatment Network guidelines urging doctors to look for
and treat GI symptoms in children with autism. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

10. 'Good' Bacteria Ease Autismlike
Behaviors in Mouse Model
Researchers using a wellknown mouse model
of autism found that a probiotic known to
relieve gut inflammation also improved social
behavior while reducing repetitive behaviors and signs of anxi
ety. The study added support to the idea that intestinal inflam
mation can worsen or even cause autism symptoms in people.
And it opened the door to clinical trials that will administer the
probiotic to children with autism and GI symptoms. See more at
www.autismspeaks.org/science/sciencenews/autismspeaks
toptenadvancesautismresearch2013

At Autism Speaks, our goal is to change the future for all who struggle with autism spectrum disorders.
We are dedicated to funding global biomedical research into the causes, prevention, treatments and a
possible cure for autism. We strive to raise public awareness about autism and its
effects on individuals, families, and society: and we work to bring hope to all who
deal with the hardships of this disorder. We are committed to raising the funds
necessary to support these goals.
Autism Speaks aims to bring the autism community together as one strong voice to
urge the government and private sector to listen to our concerns and take action
to address this urgent global health crisis. It is our firm belief that, working togeth
er, we will find the missing pieces of the puzzle.
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Self Defense for People with Disabilities ~
What I Need to Know
By Gregg J. Donaldson
r. Anthony Solano, spoke to
our Cerebral Palsy group during our 10th Annual
Conference in mid-October at the
Doubletree Hotel in Crystal City,
Virginia.

M

Solano is a Staff Instructor for the
R.A.D. Systems Self Defense class,
R.A.D. stands for Rape, Aggression
Defense. He teaches at Montgomery
College, Germantown campus in
Maryland.
He spoke about, and demonstrated
examples of The Four “Risks” of
Personal Safety, Basic Principles of
Defense and Principles of Striking.

The Four Risks are:
1.
2.
3.
4.

Risk
Risk
Risk
Risk

Awareness
Reduction
Recognition and
Avoidance

Solano notes that awareness of these
risks constitutes 90 percent of self
defense education.

Self Defense And the Law
Individuals have a right to defend
themselves whenever necessary, with as
much force as is necessary to ensure
their safety when assaulted or detained
against their will. However there are a
few things to keep in mind:
• The defensive actions must be required
in order to extract oneself from the situation.
• The defensive actions and subsequent
force being used must be objectively

reasonable under the circumstances.
• An individual must be protecting
themselves from imminent harm or
injury, sexual assault and/or unlawful
detention or abduction.
• The force used in defense must be
responding to an ongoing or presently
imminent threat.

Anything less may only be a limited
distraction at best.

Ten Basic Principles of Defense are:

What follows are several questions I
asked of Mr. Solano.

1. Increase Reaction Time
2. Obtain Good Balance
3. Develop a Plan of Action
4. Use Distraction Techniques
5. Identify Vulnerable Locations (ex:
groin, eyes, face, what else?)
6. Use Your Personal Weapons
(Wheelchair, cane, etc.)
7. Avoid Confronting Force With Direct
Force
8. Avoid Panic
9. Disengage and Run
10. Practice

Principles of Striking
The victim of an attack may only get
the opportunity for up to maybe three
strikes before being incapacitated by an
aggressor. These strikes must be effective in order to create the distraction
needed for escape. To be effective,
strikes should be:
1) Delivered to vulnerable points on the
attacker’s body.
2) Delivered with quick, deliberate
power.
3) Delivered with the technique that
eliminates “energy leaks” created by
poor body mechanics.

For more information, visit
www.rad-systems.com/index.html
Contact Mr. Solano at
anthonysolano@yahoo.com or
301-275-7665

Q. Why is it important for people
with disabilities to learn Self
Defense?

A. Amusingly enough, not many students who attend my classes usually asks
this question.
I believe it is better to know more about
improving your personal safety. Quality
self defense programs will provide students
with more information and choices to
improve their ability to defend themselves.

Q. How long does the R.A.D.
course last?

A. Nine to twelve hours depending on
what is included.

Q. In evaluating a Self Defense
course what do people with disabilities need to look for?

A. In response to this question, Solano
provided the informational sheet shown on
the following pages.

Gregg J. Donaldson is a freelance writer/editor based in Washington, D.C., as well as a published poet. His articles
range from disability, entertainment profiles, technology to author profiles. In his spare time he is also a self-proclaimed movie critic. He is a member of the Cerebral Palsy Group, founded by David Bauer and Robert Watson, who
wanted to form a group where adults with
Cerebral Palsy can come together to share
their experiences. Visit www.thecpgroup.org
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Guidelines for Choosing a Self-Defense Course
Prepared for the National Coalition Against Sexual Assault by the NCASA Self-Defense AD-HOC Committee

Self-Defense Philosophy: Ideally, a good selfdefense program should reflect these philosophical
points in its outlook.

hours or as long as 8 weeks or a semester. Whatever the length of the
program, it should be based on maximizing options, simple techniques, and respect for individuals’ experiences.

n No one asks for, causes, invites, or deserves to be assaulted.
Women and men sometimes exercise poor judgment about safety
behavior, but that dies not make them responsible for the attack.
n Attackers are responsible for their attacks and their use of violence to overpower, control and abuse another human being.
n Whatever a person’s decision in a given self-defense situation,
whatever action she/he does or does not take, that person is not at
fault. someone’s decision to survive the best way she can must be
respected. Self defense classes should not be used as a judgment
against a victim/survivor.
n Good self-defense programs do not “tell” an individual what she
“should” or “should not” do. A program should offer options, techniques, and a way of analyzing situations. A program may point out
what USUALLY works best in MOST situations, but each situation
is unique and the final decision rests with the person actually confronted by the situation.
n Empowerment is the goal of a good self-defense program. The
individual’s right to make decisions about her participation must
be respected. Pressure should not be brought to bear in any way to
get someone to participate in an activity if she’s hesitant or unwilling.

5. Is there a course I should stay away from?
Only you can answer this question. Find out about the philosophy of
the program and the background of the instructor. Observe a class
session if you can, and talk to an instructor or a student. Is the
instructor knowledgeable and respectfull of your concerns? Is it a
length that you can commit to and at a cost that you can afford? You
deserve to have all your questions answered before taking a class.

Questions to ask when evaluating a self-defense
course
1. What is self-defense?
Self-defense is a set of awareness, assertiveness, verbal confrontation
skills with safety strategies and physical techniques that enable someone to successfully escape, resist and survive violent attacks. A good
self-defense course provides psychological awareness and verbal
skills, not just physical training.
2. Does self-defense work?
Yes. Self-Defense training can increase your options and help you prepare responses to slow down, de-escalate, or interrupt an attack. Like
any tool, the more you know about it, the more informed you are to
make a decision and use it.
3. Is self-defense a guarantee?
No. There are no guarantees when it comes to self-protection.
However, self-defense training can increase your choices/options- and
your preparedness.
4. Is there a standard self-defense course?
No. There are many formats for training. They may be as short as two

6. Who’s better, a male or female Instructor?
For women, there is an advantage to having a female instructor as a
role model, who has similar experiences surviving as a woman. Allwoman classes tend to provide an easier atmosphere in which to discuss sensitive issues. On the other hand, some women fell having
male partners to practice with can add to their experience. The quality of a class depends on the knowledge, attitude and philosophy of
the instructor, not necessarily on gender. The most important aspect
is that the instructor, male or female, conduct the training for the students geared to their individual strengths and abilities. Feeling safe
and building trust come before learning.
7. Must I train for years to learn to defend myself?
No. A basic course can offer enough concepts and skills to help you
develop self-protection strategies that you can continue to build upon.
Self-defense is not karate or martial arts training. It does not require
years of study to perfect. Many people have successfully improvised
and prevented an assault who have never taken a class. People often
practice successful self-defense strategies without knowing it!
8. If I use physical self-defense could I get hurt worse?
The question to answer first is what dies “hurt worse” mean? Rape
survivors speak eloquently about emotional hurts lasting long after
physical hurts heal. Studies show a physical self-defense response does
not increase the level of physical injury, and sometimes decreases the
likelihood. Also, going along with the attacker does not guarantee
that you will not be brutally injured anyway. The point of using selfdefense is to de-escalate a situation and get away as soon as possible.
Knowing some physical techniques increases the range of possible
self-defense options, but the decision to choose a physical option must
remain with the person in the situation.
9. What does “realistic” mean?
Words like “most realistic”, “best”, “guaranteed success”, etc. are all
advertising gimmicks. Choosing a self-defense class is a serious
decision and is preferably based on some research. No program or
instructor can replicate a “real” assault since there are so many
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continued from previous page

different scenarios, and because a real attack would require a noholds barred fight which would be irresponsible and extremely dangerous to enact. Responsible self-defense training requires control. It is
important that each student is able to control her own participation
in the class and never fell forced to participate.
10. What is the role of mace or other aggressive “devices” as
self-defense aids in harming an attacker?
Any device is useless to you unless you understand how to use it, and
you have it in your hand ready to use at the time of the attempted
assault. There is nothing “guaranteed” about any of these devices.
None are foolproof. None of them can be counted on to work against
all possible attackers (no matter what the labeling may state to the
contrary). Realize that anything you can use against an attacker can
also be taken away and used against you. While some of these devices
have sometimes helped women escape to safety, it is important to be
aware of their limitations and liabilities.
11. How much should I pay?
Paying a lot of money for a course does not mean that you automatically get better instruction. On the other hand, don’t assume that all
programs are the same and just go for the cheapest. It is always beneficial to be an educated consumer. Shop around the same as for anything else you buy that is important to you.

12. Where can I find a self-defense class?
Check with your local rape crisis center. Some centers provide selfprotection classes or can refer you to one. YWCAs and Community
Colleges sometimes offer classes. Some martial arts schools provide
seminars and workshops. Check the phone book. If there isn’t one in
your community, get involved – try to organize one.
13. Am I too old? Out of shape? What if I have disabilities?
You don’t have to be an athlete to learn how to defend yourself. A
good program is designed to adapt to every age and ability and provides each student with the opportunity to learn. Each individual is
unique and students should be able to discuss their own needs. Some
programs have specialized classes for specific groups.
14. How can I tell a “good” course from a “bad” one?
A good course covers critical thinking about defense strategies,
assertiveness, powerful communication skills, and easy-to-remember
physical techniques. The instructor respects and responds to your
fears and concerns. Instruction is based on the belief that we can act
competently, decisively, and take action for our own protection.
Essentially, a good course is based on intelligence and not muscle. It
offers tools for enabling a person to connect with her own strength
and power. These courses are out there. Good luck in your research.
Taking a self-defense class in one of the most positive things that you
can do for yourself! n

Dear Readers:
I had a little story reprinted here that went along
with the Self defense article, but made the
mistake of not waiting for official permission.
I have withdrawn the story and will put back
if and when I get permission!
Thanks for understanding!
laura
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Security for people with disabilities since 1990
888-241-6039
P.O. Box 29408, Richmond VA 23242-0408

Charitable Fund Award
Applications for the 2014 Charitable Fund Award will be accepted from
January 15, 2014 to March 31, 2014.
he Charitable Fund Award was established
in 2009 to support CCT’s mission of helping
people with disabilities improve their quality of life. The program offers assistance with the
purchase of equipment, medication, or services to
Virginia residents who demonstrate a financial
need.

T

Applications for the 2014 Charitable Fund Award
will be accepted from January 15, 2014 to March
31, 2014. The application must be completed
and submitted by a nonprofit organization or
public agency in Virginia that serves people with
disabilities.
The CCT Board of Directors is proud to sponsor
the Charitable Fund Award program and has
awarded over $120,000 in grants for disabled
children and adults who reside in Virginia over
the last five years. The maximum amount of the
award per individual in 2013 was $1,000.

In 2013, the awarded recipients represented 30
nonprofit organizations/public agencies that submitted applications on their behalf. 68 grants
were funded for a total of $46,731 for equipment,
medication, or services such as:
• Dental Services and Dentures
• Assistive Technology (e.g. iPad, Victor Reader
Stream, Pen Friend and color detector)
• Transportation/Mobility (e.g. wheelchair, van
with wheelchair ramp, van lift repairs)
• Hearing Aids and Integrated Listening Systems
• Accessibility Modifications for the Home
• Summer Camps & Therapeutic Recreation
For more information and to download the
application, visit
http://commonwealthcommunitytrust.org/about/
charitable-fund-award/

Commonwealth Community Trust (CCT) is a 501(c)(3) national nonprofit organization that
administers affordable and efficient pooled special needs trusts for people with disabilities.
CCT was founded in 1990 by parents who have a child with a disability along with concerned professionals. CCT is managed by a Board of Directors who serves with a caring heart and without
compensation. Our volunteer Board of Directors is comprised of at least two members who are
related to an individual with a disability, legal and financial professionals, and experts who work in
the disabilities field.
CCT staff members are knowledgeable about rules governing trusts for clients receiving
Supplemental Security Income (SSI) and Medicaid in order to preserve these benefits.
As of 2013, CCT has served over 1000 clients nationwide.
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AANMA Applauds President’s
Signing of School Epinephrine Act
McLEAN, VA, NOV. 13, 2013 –
Allergy & Asthma Network Mothers of Asthmatics (AANMA) today commended President Obama for signing into law the School Access to Emergency Epinephrine Act, legislation that helps protect schoolchildren
who experience anaphylaxis, a life-threatening allergic reaction.
“This legislation is a significant milestone for food, venom and latex allergy safety in our nation’s schools,”
says Tonya Winders, AANMA chief operating officer. “It will help save lives of children who experience an
anaphylactic reaction for the first time or don’t have epinephrine auto-injectors readily available when anaphylaxis occurs.”
The measure provides a funding incentive to states that enact laws allowing school personnel to stock and
administer emergency supplies of epinephrine auto-injectors. Epinephrine is the first line of treatment for anaphylaxis.
The School Access to Emergency Epinephrine Act was bipartisan legislation, first passing the U.S. House of
Representatives on July 30, 2013, and then the U.S. Senate on Oct. 31, 2013, before heading to the President’s
desk.
“AANMA also applauds the collective efforts of patients, caregivers, healthcare professionals, advocacy
organizations and industry leaders who worked with members of Congress and their staff to keep this legislation moving forward on Capitol Hill,” Winders said.
Allergic reactions to foods are the most common cause of anaphylaxis in community settings, according to the
U.S. Centers for Disease Control and Prevention (CDC). Studies show that 16-18 percent of schoolchildren
with food allergies have had a reaction from accidentally ingesting food allergens. In addition, 25 percent of
anaphylaxis cases reported at schools happened in children with no prior history of food allergy.
AANMA has been instrumental in emphasizing the need for anaphylaxis emergency preparedness laws on
federal and state levels. The USAnaphylaxis™ Map, an interactive web tool available at
www.aanma.org/USAnaphylaxis, highlights the 28 states that have passed emergency stock epinephrine legislation and details how people can get involved in their state.
See more at: www.aanma.org/2013/11/aanma-applaudes-president-obamas-signing-of-school-access-to-emergency-epinephrine-act/#sthash.uI2S50X3.dpuf
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Good Kings,
Bad Kings
By Carrie Smoot
n Susan Nussbaum’s 2013 debut novel, Good Kings, Bad
Kings, the young residents of the Illinois Life Skills and
Learning Center (ILLC) aren’t encouraged to direct their
own lives. Past circumstances, families and schools that have
failed them, and their respective severe disabilities have all
combined to bring them there.

I

In reality, it’s a nursing home for young people. For the
company that runs it, the bottom line is more important
than the people they serve. Residents are told when to get
up, when to go to bed—usually 7:00 p.m.—and when to
eat. They can’t go anywhere by themselves. Classes don’t
prepare them for the real world. Paltry allowances distributed monthly don’t teach financial basics. Wheelchairs and
other equipment are substandard. And everyone dreads the
punishment room. It’s a dog-eat-dog world, but at ILLC,
people are wise to watch their backs—and they look out for
each other. As they age out of school at 21, the usual path is
to an adult facility or another institution.
Readers quickly discover that these
individuals have minds and goals of
their own. In a story told through the
characters’ first-person narratives—
residents, staff and other disability
professionals—a picture of grit, determination, survival, and changing
times and attitudes emerges.

The characters’ experiences are extremely relatable—from Joanne’s jobhunting woes to her feelings of isolation when she takes too many breaks from the
world. (Some days, the only people she sees are her helpers
and the Thai restaurant delivery guy.) Her description of an
imagined, hidden, disability subculture that is suddenly discovered and forced to attend a mixer with each other is
hilarious.
But Joanne craves contact with people—even those who pat
her on the head occasionally in what she terms “drive-by
pattings.” She knows deep down that she deserves more.
One day, staring in her bathroom mirror, she reflects:
I asked myself if I was prepared to look back at my life
when I was old and know I had wasted it. I determined at
that moment to rouse myself out of
was prepared to my complacency.

I asked myself if I
look back at my life when I was
old, and know I had wasted it.
I determined at that moment
to rouse myself out of
my complacency.

Nussbaum herself has a disability.* A longtime advocate
and playwright, she has created authentic, lively, and diverse
characters that are not stereotypical in any way. There’s
Joanne Madsen, who has just gotten a job as a data entry
clerk at ILLC. She befriends some of the residents: Yessenia
Lopez, an outspoken tough cookie who speaks her mind;
Mia Oviedo, who harbors a secret, and Teddy Dobbs—Mia’s
boyfriend—who definitely does not want to go into another
nursing home. Ricky Hernandez is a bus driver and aide at
ILLC who becomes Joanne’s boyfriend. Jimmie Kendrick is
Joanne’s friend who also gets a job there as an attendant.
Michelle Volkmann works for the company who runs ILLC.
As readers get involved with their lives, they will alternately
laugh, cry, cheer, and rage—and hope that things will
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ultimately turn out well
for everyone.

So, she sets out to look for work,
keeping her expectations low. As she
gains experience at ILLC, she learns a
lot from disability groups, such as the
fictional Center for Disability Justice,
which she is forbidden to contact on
the job. After helping a resident navigate procedures at the
center, she realizes, “It was an education for me too. I had
no idea that people actually had any choices.”
All the characters navigate through life’s challenges as best
they can. It’s never easy. And readers will appreciate people
learning to find their voices to make better lives.
Carrie Smoot is a Northern Virginia
freelance writer.
* Author Susan Nussbaum became a wheelchair user as a result
of a car accident in the 1970s.
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National Disability Rights
Network Applauds Release
of Home and Community
Based Services Rule by the
Centers for Medicare and
Medicaid Services

For Immediate Release
1/13/2014
Contact: David Card
202.408.9514 x122
press@ndrn.org

WASHINGTON – The National Disability Rights Network (NDRN) applauded the Centers for Medicare and
Medicaid Services (CMS) for release of the final rule to define when states can use Medicaid funding to pay
for home and community based services. “This final rule is important to let states, providers, families, and
individuals with disabilities know that the services paid for by Medicaid home and community based waiver
funds will be in integrated settings, not some place that is called integrated, but is actually segregated from
the public,” said Curt Decker, executive director of NDRN.
The rule takes an important step of moving away from defining what is not eligible to defining what would be a
service provided in a home and community setting and therefore eligible for funding. This change will help
ensure that the discussion is properly on what is a home and community setting. The rule also focusses on
and stresses the importance of autonomy, privacy, dignity, and respect for individuals with a disability.
The rule very importantly also applies to all settings that receive funding for Medicaid services, not just for
services provided in the residential setting. “The requirements of the Americans with Disabilities Act do not
just apply to where a person lives, but where they work, and participate in community life and this rule rightly
recognizes that important principle,” said Elizabeth Priaulx, senior disability legal specialist at NDRN.
“We are pleased that, on our initial read, many of the comments, opinions, and thoughts expressed by the disability community to the proposed rule are contained in this final rule,” said Mr. Decker. Things like increasing
the standard required for approval by the Secretary of a request to declare a setting home and community
based and ensuring that the waiver process is transparent and open for stakeholder input are two important
components of the final rule that were stressed in comments.
Ultimately it will come down to enforcement of the important requirements of this rule to ensure that people
with disabilities are receiving services funded by Medicaid dollars in the most integrated environment. “While
we are pleased that CMS has issued this important final rule, the Protection and Advocacy Network every day
sees people with disabilities receiving services in unnecessarily segregated environments and hopes CMS will
be vigilant and strong in enforcement of these important protections,” said Mr. Decker.
###
The National Disability Rights Network (NDRN) is the nonprofit membership organization for the federally
mandated Protection and Advocacy (P&A) Systems and the Client Assistance Programs (CAP) for individuals
with disabilities. Collectively, the Network is the largest provider of legally based advocacy services to people
with disabilities in the United States. For more information, visit www.ndrn.org
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DOE/DOJ Issue Comprehensive Discipline Package:
Fails to Clearly Protect Students with Disabilities
Wednesday, January 15, 2014
Posted by: Denise Marshall

T

he Department of Justice
("DOJ”) and the Department of
Education ("DOE”) jointly
released a guidance package on school
discipline to aid schools and localities
in creating climates in which school
discipline is non-discriminatory, fair
and effective. On one hand this package seems remarkable in that it takes
a strong stance against discrimination
in school discipline, and provides a
comprehensive package of guidance
and resources for schools to carry out
the vision of creating safe schools
with positive climates. On the other
hand, it is of grave concern that the
primary document, the Dear
Colleague letter which addresses racial
discrimination in school discipline,
fails to protect students with disabilities who are relegated to a footnote.

race, color and ethnicity, evidences a
failure to fully address the problem.
In addition to the Dear Colleague
Letter that provides guidance on
schools’ legal obligations to refrain
from racial discrimination in disciplining students, the package contains a resource guide for improving
school climate and discipline, a directory of resources to assist schools with
this effort and a compendium of
school discipline laws for all 50 states.

Students with disabilities are an
important part of the fabric of our
schools; they do not deserve a mere
footnote status, nor should they be
required to wait for justice.

The resource guide, Guiding
Principles, cites data collected by the
Office for Civil Rights, which shows
that students with disabilities are disproportionately impacted by suspensions and expulsions. Although students receiving special education services represent 12% of students nationally, they represent 25% of students
receiving multiple out of school suspension.[1] According to the DOE,
"the widespread overuse of suspensions and expulsions has tremendous
costs.”[2]

The statistics show that school discipline falls more heavily on students
of racial minorities and on students
with disabilities. Under the law, a student cannot be discriminated against
on the basis of disability. Not to state
this upfront and central, given the
dismal reality for students with disabilities, is unacceptable. Not to provide official guidance that will help
schools administer discipline in a
manner that does not discriminate on
the basis of disability, in addition to

The resource guide emphasizes the
importance of developing school discipline policies that comply with state
and federal disability laws, both for
students receiving special education
and also for those who may be eligible for services under the IDEA.[3]
The document also emphasizes the
importance of strong due process protections to all students before imposing serious disciplinary consequences.[4] Further, the Resource
Guide states "restraint and seclusion

should never be used for punishment
or discipline.”[5] It must be noted,
however, that the resource guide,
while useful, offers non-regulatory
guidance, which is not binding on
any school district or entity.
While this package is clearly a step
forward in the effort to eradicate discrimination in school discipline, the
DOJ and ED stop short of adequately
addressing the problem by failing to
include students with disabilities in
their official guidance. Guidance must
be strong, clear and legally binding
not only to assure safe, positive learning environments for all children, but
also to protect the due process rights
of parents and students; end the use
of aversive interventions, including
restraint and seclusion for disciplinary
purposes; and prevent schools from
continuing to use discipline as an
excuse not to provide education to
students with disabilities.
The entire package can be found at
www.ed.gov/school-discipline

[1] Guiding Principles: A Resource Guide
for Improving School Climate and
Discipline, i, Washington, D.C., 2014.
[2] Id. at ii.
[3] Id. at 14.
[4] Id.
[5] Id.

The Council of Parent Attorneys and Advocates, Inc. (COPAA) is an independent,
nonprofit, §501(c)(3) tax-exempt organization of attorneys, advocates, parents and
related professionals. COPAA members work to protect special education rights and
secure excellence in education on behalf of the 6.5 million children with disabilities
in America. For more information, visit https://copaa.site-ym.com/
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Make Connections with Virginia’s Homeschooling Families
March 21 – 22, 2014
The Cultural Arts Center at Glen Allen
2880 Mountain Road, Glen Allen, VA 23060

Fun and Education for the Whole Family
The tradition continues! The VaHomeschoolers Conference provides a wealth of fun for all ages. From our
annual youth talent show and ice cream social to puppet shows to making spaghetti bridges – your kids
(and you!) are bound to have a great time (and maybe learn something too!)

New! Friday and Saturday Session Line-ups!
This year for the first time, we offer a slate of Friday sessions, kicking off at 1:00 p.m. on March 21 with
Susan Wise Bauer’s dynamic keynote address. The Friday schedule also includes our time-honored free
sessions for non-homeschoolers and beginning homeschooling families. Sessions continue on Saturday,
March 22, beginning at 9:00 a.m. For more information, visit

http://vahomeschoolers.org/conference-2014

2014-2015 Academic Year
Scholarship Announcement
The American Council of the Blind (ACB) annually awards approximately twenty scholarships ranging in amounts from $1,000 to $3,500
to vocational, entering freshmen, undergraduate, graduate and full time
employees (32 hours or more per week who are attending college part
time) students who are legally blind, maintain a 3.3 GPA and are
involved in their school/local community.
To read the scholarship application instructions and complete an on-line
application, please visit: www.acb.org/scholarship. For more information,
please contact Dee Theien in the ACB National Office at: (800) 866-3242.

Applications and all supporting materials must be received by 11:59 pm Central
Standard Time on March 1, 2014.
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2014 NDSS Buddy Walk®
on Washington
February 26-27, 2014 in Washington, DC.
The NDSS Buddy Walk® on Washington is an annual two-day advocacy
conference that brings the Down syndrome community together to advocate for legislative priorities
that impact the lives of people with Down syndrome and their families. Advocates meet with members
of Congress and their staff on Capitol Hill to advance education, research and healthcare for people
with Down syndrome.

For more information and to register, visit
www.ndss.org/Advocacy/Advocacy-Programs/Buddy-Walk-on-Washington/

2014 National Conference
March 20 – 23, 2014
New Location!
Crystal Gateway Marriott – Arlington, VA
1700 Jefferson Davis Hwy, Arlington, VA 22202
The Conference offers sessions for adults with TS, parents, teens and professionals on a variety of topics
that are grouped by track. We will also provide networking opportunities, allowing attendees to connect
with one another to share information, stories, and inspiration.
For more information, visit

www.tsa-usa.org/news/2014Conf_Info.html

visit the Calendar page of our website
www.celebratingspecialchildren.org/events/

and our facebook page
www.facebook.com/CelebratingSpecialChildrenInc
for more events in and around the Commonwealth of Virginia
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Links I Love~
Editor’s note:
These two pages could be titled Re-Inventing the Wheel. Over the past few months, information has come
in through the CSC facebook page, which seems to me to be incredibly exciting. This information relates to
the amazing ways in which remarkably imaginative inventors have rethought and redesigned those items
which have been commonplace for many years. Kudos! n
The handicapped sign is getting a new look — at least in New York City.
As reported on NPR - www.npr.org/2013/07/07/189523504/new-handicapped-sign-rolls-into-newyork-city
The initial design, created in 1968, depicted a person with no head in a wheelchair. The sign has changed since
then — the figure eventually got a head — and now it's trying something new.
Sara Hendren, a Harvard graduate design student, is cocreator of a guerrilla street art project that replaces
the old sign with something more active.
Foldable Wheelchair Wheels–A New Way to Roll as reported on http://blog.amsvans.com/foldable-wheelchair-wheels-a-new-way-to-roll/
In 2007, British designer Duncan Fitzsimmons created the innovation of foldable bicycle wheels, which serve to
make bicycles smaller for storage, and in turn, make the vehicles more portable, taking up less space when a
bike has to go on a bus, airplane, subway car or other tight spot. Now, people with disabilities may be able to
take advantage of the same innovation.

Wheelchair Extension Boosts Interaction With Caregivers
as reported on http://blog.amsvans.com/wheelchair-extension-boosts-interaction-with-caregivers/
Who knew a wellplaced handle could completely change the relationship between the wheelchair user and the per
son doing the pushing?
Tammy Kalinsky, a Tel Avivbased designer, has devised a way for a caregiver to push and walk alongside the
wheelchair instead of behind with a simple wheelchair attachment.
“Invisible” Bicycle Helmet
as reported on www.nbcnews.com/technology/invisible-bicycle-helmet-airbag-head2D11599972
A new “invisible” bicycle helmet that uses technology similar to a vehicle airbag has been devel
oped in Sweden. The Hövding device, worn around the neck, is designed to shoot a protective,
inflatable nylon hood around the user's head within one tenth of a second of impact. Designers
Terese Alstin and Anna Haupt said they were tired of traditional hard plastic designs that were
unfashionable and ruined their hair.

Wheelchair Users Can Stay Active In The Snow with Wheelblades
as reported on http://blog.amsvans.com/wheelchair-users-can-stay-active-in-the-snow-with-wheelblades
Wheelblades are, quite literally, small skis that attach to the front wheels of the wheelchair and help to keep
the wheels from sinking in the snow. Like snowshoes, they distribute the weight of the chair over a much
larger space, which allows the wheelchair user to glide on top of the snow.
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Links I Love~
. . . continued
Four Coolest Wheelchair-Friendly Cars
as reported on
www.automoblog.net/2013/09/08/4-coolest-wheelchair-friendly-cars/
Segway PUMA
In a collaboration with GM, Segway developed the PUMA (Personal Urban Mobility & Accessibility)
as a sort of replacement vehicle for commuters. And yes, it balances itself like traditional Segways.
The Segway PUMA can travel up to around 30 mph and has a range of about 30 miles between
charges.
The PUMA isn’t available yet – it’s just a prototype – so whether or not this’ll ever make it into
production is a flip of a coin.
PT Cruiser Conversion
By converting the rear door to that gullwing setup, removing the front seat, and adding a foldout
ramp, you’re able to ride right up and get going.

Kenguru
A singleperson city car, you just back up to a curb,
pop open the rear hatch and roll right in. Done.
You roll up to motorcyclelike handlebars with all the controls in front of you
The Kenguru is completely electricpowered, goes 50 miles on a charge, and tops out at about
25 mph. So while it’s not quite highway ready, it’s a good option for scooting around town.

Quovis
The Quovis is very similar to the Kenguru in concept and form. Almost identical, in fact.
The big difference though is that it’s powered by a 505cc motorbike engine and transfers 20.4
horsepower to the front wheels through a CVT. All those tiny numbers adds up to one big one: 90.
That’s how many MPGs it gets. So it’s basically a scooter underneath.
Another cool feature of the Quovis – it has voiceactivated controls for climate, shifting, turn
signals, horn, headlamps, wipers, windows, and radio.
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