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I

don’t think I can look at one more email or TV ad from the
Republicans or Democrats begging/pleading/threatening for my
money and my vote. One of the candidates seems to courting the
disability vote, one of them seems to be mocking it, though denies it
vociferously and I’m working hard to convince myself that they all
think they have the best interests of the country at heart.
One organization that I have been following, and does seem to have
best interests at heart is the American Association of People with
Disabilities (AAPD), whose mission is to be “a convener, connector, and
catalyst for change, increasing the political and economic power of
people with disabilities.” Their website, www.aapd.com, displays some
interesting statistics:
• In 2000, 42% of people with disabilities voted compared to 52% of
people without disabilities
• In 2012, 56.8% of people with disabilities voted compared to
62.5% of people without disabilities
• If people with disabilities voted at the same rate as people without
disabilities there would be more than 3 million people with
disabilities voting
• In 2008, 43 states reported that they required accessibility
standards for polling places, up from 23 states in 2000. At the same
time, 31 states reported that ensuring polling place accessibility was
challenging.
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AAPD states that they work with state and national coalitions on effec‐
tive, non‐partisan campaigns to eliminate barriers to voting, promoting
accessible voting technology and polling places; educate voters about
issues and candidates; promote turnout of voters with disabilities
across the country; protect eligible voters’ right to participate in elec‐
tions; and engage candidates and elected officials to recognize the dis‐
ability community.
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So in the coming months before the election, focus less on the rhetoric
being spewed and more on how you can make your vote count.
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See you in October!
Laura Nelson, Editor
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Look for the next issue of allAbilities Celebration Connection to be posted
during the month of October, 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!
Tell us your story
If you would like to share your experiences on the pages of this newsletter,
please message me though the CSC facebook page, or use the CONTACT US
tab on CSC website home page. Looking forward to hearing from you!
See you in October!
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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Navigating the
Road Less Traveled
By Carrie Smoot
he new book by professor and individuality nonprofit director, Todd Rose,
(www.toddrose.com), The End of
Average: How We Succeed in a World that
Values Sameness, is definitely not an easy
read, but it is worthwhile. Take it section by
section, and allow enough time to reflect on
the content and how it impacts your life. Feel
free to take notes and go over intriguing topics
multiple times, if needed. It may provide new
insights in changing your home, educational
goals, and work life. It will definitely bring back
memories—both good and bad. Rose presents
solid history, well-documented research, notes,
and sources. His willingness to share his own
experiences and write in a conversational tone
is a big plus. He also had the chance interview
people directly. His previous work, Square
Peg, seems more personal, about his initial
academic and work struggles. It may be good
to read them together.

T

The premise of The End of Average? There is
no such thing as average, and no one is an
average person. Rose cites the ideas of wellknown mathematicians and social scientists in
the nineteenth and twentieth centuries who
sought to track the characteristics of society in
the Industrial Age. Their ideas formed the
basics of the public school systems, higher
education, factories, corporations, and a way
of evaluating people that does not take their
true selves into account. These business
structures had only one career path, and often
did not allow for innovation and collaboration.
Averagarianism touched all parts of life—and
still does today. But in many ways, being
ranked and averaged does not work because
these methods do not reflect the true abilities
of people.
Rose says there is a better way—to use the
principles of individuality. The first principle is
jaggedness—meaning that there are many
layers to what a person is good at doing, and
more than one way of accomplishing something, such as using diagrams to figure

problems out if your mental math skills are not
strong. The second principle is context—what
methods and environments work best foe people. Third, pathways are methods of getting
where you want to go. Using if-then signatures, people can think about what environments suit them best, and choose those
options instead of trying to fit in with—yet
again—what didn’t work before. There are no
such things as career ladders, but webs of
opportunity. Equal fit, he says, creates opportunity. “If the environment is a bad match with
our individuality…our performance will always
be artificially impaired. …If we do get a good
fit with our environment…we will have the
opportunity to show what we are truly capable
of,” Rose says.
Rose also includes case studies of companies
who employ these methods. He also includes
ways to reform the current educational system.
He says traits are a myth, since people
behave differently depending on the situation.
Personality tests, such as the Myers-Briggs—
though they can be valuable tools—don’t provide a full picture of who someone is or what
they should do for a career, Rose points out.
People don’t think of themselves or others as
“types” as they interact, but as people. Rose
fears that by using these tools to put people in
categories, that biases and stereotyping may
worsen and limit people.
The book is not specifically written for people
who have disabilities. However, the case study
featuring the retail company Costco, tells the
story of employee Chris Horst, who had been
labeled his whole life with special needs.
(Rose does not define them specifically.) Once
Horst was hired at Costco to manage grocery
carts, he was able to carve out a career that
he loves—and was promoted several times as
a result. He is well thought of by co-workers
and staff.
As I read, I considered the following things.
Individuals with disabilities have spent a

lifetime developing themselves and their interests and abilities—all the while gaining confidence. We learn from experience, and anywhere our curiosity takes us. Over time, we
have learned not to let anyone else define us
or limit us. Some of us are learning not to hide
our light under a bushel. If one way doesn’t
work for us, we’ll find another. This is especially true when job-hunting. For many, giving
up—on anything—is not an option. People
with disabilities are also diverse in myriad
ways, so perhaps as more professionals of
every stripe adopt the practices that Rose suggests, we will have access to greater opportunities. But it’s still up to us to do the work of
creating our lives.
Some people handle the current educational
system well and have thrived in it, while others
need different models of learning and training
for jobs. But whatever the situation, workers of
all types eventually see that one’s grade point
average likely doesn’t matter a great deal in
an overall career.
Rose touches on Virginia’s educational
requirements as he outlines the State credentialing initiative (see link below).*
In his conclusion, Rose talks about the history
and meaning of the American Dream. James
Truslow Adams coined the term in his 1931
book, The Epic of America. Adams did not
mean getting rich or becoming famous. He
meant, as Rose summarizes, “living your life to
its fullest potential and being appreciated for
who you are as an individual, not because of
your type or rank.”
Go ahead. Create your own path, and find the
best fit for you.
For more information, visit
www.individualopportunity.org. n
Carrie Smoot is a Northern Virginia freelance writer.

* www.doe.virginia.gov/instruction/career_technical/statistics_reports/performance_trends/credential_initiative_2015.pdf.
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Overview of Craniofacial Anomalies
Editor’s note:
My thanks to the University of Rochester Medical Center online Health Encyclopedia for this informational page.
See more at www.urmc.rochester.edu/encyclopedia.aspx

What are craniofacial anomalies?
Craniofacial anomalies (CFA) are a diverse group of deformi‐
ties in the growth of the head and facial bones. Anomaly is a
medical term meaning "irregularity" or "different from nor‐
mal." These abnormalities are congenital (present at birth)
and there are numerous variations. Some are mild and some
are severe and need surgery.

What causes craniofacial anomalies?
Most medical professionals agree that there is no single fac‐
tor that causes these types of abnormalities. Instead, there
are many factors that may contribute to their development,
including the following:
Combination of genes. A child may receive a particular
combination of gene(s) from one or both parents. Or, there
may be a change in the genes at the time of conception. This
results in a craniofacial anomaly.
Environmental. The effect of environmental exposures on
the development of craniofacial abnormalities is not fully
understood. However, environmental exposures may play a
role, especially in combination with genetic abnormalities.
Folic acid deficiency. Folic acid is a B vitamin found in
orange juice, fortified breakfast cereals, enriched grain prod‐
ucts, and green, leafy vegetables. Studies have shown that
women who do not take sufficient folic acid during pregnan‐
cy, or have a diet lacking in folic acid, may have a higher risk
of having a baby with certain congenital anomalies. These
include cleft lip and/or cleft palate.

What are the most common types of
craniofacial anomalies?
Some of the most common types of craniofacial anomalies
include the following:
Cleft lip and/or cleft palate. A separation that happens in
the lip or the palate (roof of the mouth), or both. Cleft lip and
cleft palate are the most common congenital craniofacial
anomalies seen at birth.
Cleft lip. An abnormality in which the lip does not com‐
pletely form. The degree of the cleft lip can vary greatly, from
mild (notching of the lip) to severe (large opening from the
lip up through the nose).
Cleft palate. Happens when the roof of the mouth does
not completely close, leaving an opening that can extend into
the nasal cavity. The cleft may involve either side of the
palate. It can extend from the front of the mouth (hard
palate) to the throat (soft palate). The cleft may also include
the lip.
Craniosynostosis. A condition in which the sutures (soft
spots) in the skull of an infant close too early. This causes
problems with normal brain and skull growth. Premature
closure of the sutures may also cause the pressure inside of
the head to increase and the skull or facial bones to change
from a normal, symmetrical appearance.

continued next page

Graphic courtesy of The American Cleft Palate-Craniofacial Association (ACPA).
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continued from previous page

malformations are also known as lymphangiomas, arteriove‐
nous malformations, and vascular gigantism.

Hemifacial microsomia. A condition in which the tissues
on one side of the face are underdeveloped. This mostly
affects the ear (aural), mouth (oral), and jaw (mandibular)
areas. Sometimes, both sides of the face can be affected and
may involve the skull and the face. Hemifacial microsomia is
also known as Goldenhar syndrome, brachial arch syndrome,
facio‐auriculo‐vertebral syndrome, oculo‐auriculo‐vertebral
spectrum, or lateral facial dysplasia.
Vascular malformation. A birthmark or growth, present
at birth, that is composed of blood vessels. It can cause func‐
tional or aesthetic problems. Vascular malformations may
involve multiple body systems. There are several different
types of malformations and they are named according to
which type of blood vessel is mostly affected. Vascular

Hemangioma. A hemangiomas is an abnormally growing
blood vessel in the skin that may be present at birth (faint
red mark) or appear in the first months after birth. A heman‐
gioma is also known as a port wine stain, strawberry heman‐
gioma, and salmon patch.
Deformational (or positional) plagiocephaly. A mis‐
shapen (asymmetrical) shape of the head from repeated
pressure to the same area of the head. Plagiocephaly literally
means "oblique head" (from the Greek "plagio" for oblique
and "cephale" for head).
Medical Reviewers:
Bass, Pat F. III, MD, MPH
Jasmin, Luc, MD

These resources can found on www.celebratingspecialchildren.org/main/community-resources
American Cleft Palate-Craniofacial
Association (ACPA)
International non-profit medical society of
health care professionals who treat and/or perform research on oral cleft and craniofacial
conditions.
www.acpa-cpf.org
AmeriFace
Services include referrals to qualified
cleft/craniofacial teams, access to educational
materials about these medical conditions,
emotional support for affected individuals and
their families, a campaign to promote general
public awareness about facial differences and
the networking of individuals and families for
support purposes.
www.ameriface.org
Children’s Craniofacial Association (CCA)
Works to promotes public awareness of craniofacial conditions and social acceptance of
individuals with facial disfigurement. Website
has information about many types of craniofacial syndromes.
www.ccakids.org

Cleft Lip/Palate Foundation
Information and referral services for patients
with cleft palate, cleft lip and craniofacial
anomalies. Can search for local specialists
through this site.
www.cleftline.org
Craniofacial Clinics
• Inova Fairfax Hospital for Children
Fairfax • 703-970-2690
www.inovachildrens.org/craniofacial-services
• Institute for Craniofacial & Plastic Surgery
Norfolk • 757-627-6700
• Center for Cleft and Craniofacial Care
Richmond • 804-828-3042
www.craniofacial.vcu.edu
• Craniofacial Anomalies Clinic
Charlottesville • 434-924-2528
uvahealth.com/locations/profile/PlasticSurgery-Clinic
• Cleft and Craniofacial Center
Roanoke • 540-224-5170
www.carilionclinic.org/locations/cleft-craniofacial-center

FACES: The National Craniofacial
Association
Provides resource files of specialized craniofacial centers and other relevant resources and
the latest research and information on craniofacial disorders. Also has parent network.
www.faces-cranio.org
Smile Train
International children’s charity which provides
training and funding to empower local doctors
in 85+ developing countries to provide 100%free cleft repair surgery in their communities.
www.smiletrain.org
Virginia Smiles
Organization of parents who provide information and support to families and caregivers of
children born with a cleft lip and/or cleft palate.
www.virginia-smiles.org
World Craniofacial Foundation
Dedicated to helping children with craniofacial
abnormalities gain access to life-changing
medical procedures.
www.worldcf.org

Infant Toddler Connection Programs in Virginia – Infants born in Virginia with a CLEFT PALATE automatically qualify
for the early intervention services of the Infant Toddler Connection. These services are especially important to infants
born with a cleft palate because during their first year of life, their feeding methods and instruments change several
times as they go through their repair surgeries. Many surgeons require that infants restrain their arms for a period of
time after surgery so the baby won’t touch or affect the surgical area. The early intervention services will help the baby
through these changes in feeding, as well as get those arm muscles moving again after being restrained. The early inter‐
vention services also help the infant with the early speech and language development. Find the appropriate contact
information by visiting www.infantva.org.
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April 1, 2016
TO: Division Superintendents
FROM: Steven R. Staples, Superintendent of Public Instruction
SUBJECT: Highly Qualified Teachers and Paraprofessionals: Transition from
the No Child Left Behind Act of 2001 (NCLB) to the Every Student Succeeds
Act of 2015 (ESSA)
n December 10, 2015, President Obama signed the Every Student Succeeds Act of 2015 (ESSA), which
reauthorizes the Elementary and Secondary Education Act of 1965 (ESEA)and replaces the No Child Left
Behind Act of 2001 (NCLB). ESSA contains several provisions which impact “highly qualified teacher” (HQT)
requirements beginning with the 2016-2017 school year.

O

The terms “highly qualified teacher” and “highly qualified paraprofessional” will be eliminated as of August 1,
2016. As such, starting with the 2016-2017 school year, “highly qualified” data will no longer be collected or
reported, nor will calculations be made related to percentages of classes being taught by highly qualified teachers.
However, under ESSA and §22.1-298.1 of the Code of Virginia, students must still be taught by teachers who are
properly licensed and endorsed for the classes they are assigned to teach. These data will continue to be collected
through the Master Schedule Collection (MSC) and Instructional Personnel and Licensure Report (IPAL). Additional
information regarding licensure for teachers in Virginia may be found at http://www.doe.virginia.gov/teaching/licensure/index.shtml.
The table below outlines some key differences that are known at this time between teacher qualifications under
NCLB and ESSA.

No Child Left Behind Act of 2001 (NCLB)

Every Student Succeeds Act of 2015 (ESSA)

• All teachers in federal core content areas* were required to
be deemed “highly qualified” by the end of the 2005-2006
school year.
*Federal core content areas included: English/reading/language
arts; mathematics; science; history; geography; economics;
civics; government; foreign language; and the arts (art and
music). (Section 1119)

The term “highly qualified teacher” is eliminated as of
August 1, 2016.
All teachers must be properly licensed and endorsed
according to state requirements. Virginia’s licensure regulations for school personnel are provided in §22.1-298.1
of the Code of Virginia.

• Paraprofessionals working in an instructional capacity within a
school receiving Title I funds had to be deemed “highly qualified.” (Section 1119)

States and school divisions were required to collect and report
on the numbers of classes taught by “highly qualified teachers”
on an annual basis. (Section 1119)

School divisions were required to send letters of notification to
parents in Title I schools if students were taught four or more
weeks by a non-highly qualified teacher. (Section
1111(h)(6)(B)(ii))

6

As of August 1, 2016, the term “highly qualified paraprofessional” is eliminated. Paraprofessionals must meet
state requirements. Virginia requires paraprofessionals to
have earned a secondary school diploma or a recognized
equivalent.
Beginning in 2016-2017, states and school divisions will
no longer be required to collect and report on the numbers of classes taught by “highly qualified teachers.”
Data reports will still be required for 2014-2015 and
2015-2016 school years.
In 2016-2017 and beyond, data regarding teachers’ licensure and endorsements for classes they are assigned to
teach will continue to be collected through the Master
Schedule Collection (MSC) and Instructional Personnel
and Licensure Report (IPAL).

www.celebratingspecialchildren.org

Parents in Title I schools were to receive annual notifications informing them of their right to inquire about the qualifications of their child’s teacher(s). (Section 1111(h)(6)(A))

In 2016-2017, school divisions will not be required to send
notifications to parents in Title I schools if their children are
taught four or more weeks by a non-highly qualified teacher.
In 2017-2018, school divisions will be required to send notifications to parents in Title I schools if their children are taught
four or more weeks by a teacher who is not properly licensed
and endorsed in Virginia to teach the class to which the students are assigned.
School divisions will still be required to provide annual notifications to parents in Title I schools informing them of their right
to inquire about the qualifications of their child’s teacher(s).

States and school divisions had to ensure that poor or
minority students were not assigned to classes taught by
unqualified, inexperienced, or out-of-field teachers at a
greater rate than other students.

Special education teachers were required to be designated
as “highly qualified.” (Section 9101)

States and school divisions must ensure that low-income or
minority students are not assigned to classes taught by ineffective, inexperienced, or out-of-field teachers at a disproportionate rate than other students. (Section 1111(g)(1)(B))
In 2016-2017 and beyond, special education teachers will no
longer need to be designated as “highly qualified.”
Persons employed as special education teachers in elementary, middle, or high schools must:
1. have obtained full certification as a special education
teacher (including certification obtained through alternative
routes to certification), or passed the state special education
teacher licensing examination and hold a license to teach in
the state as a special education teacher;
2. not have had special education certification or licensure
requirements waived on an emergency, temporary, or provisional basis; and
3. hold at least a bachelor’s degree.
(Section 612(a)(14)(C) of the IDEA, as amended by ESSA)
Each state must continue to comply with these certification
requirements during the 2016-2017 school year.

State, division, and school report cards were required to
include information on teacher quality.

States, school divisions, and schools must continue to include
teacher quality data on report cards for data collected from the
2014-2015 and 2015-2016 school years. Beginning with
report cards reflecting 2016-2017 data, HQT data will not be
reported. Percentages of provisionally licensed teachers and
educator attainment levels will continue to be reported.

The United States Department of Education has released a “Frequently Asked Questions” document regarding the transition to
ESSA. This resource is available at http://www2.ed.gov/policy/elsec/leg/essa/faq/essa-faqs.pdf.
Technical assistance will be provided to school division data managers regarding changes to the MSC and IPAL data collection systems. Technical questions should be directed to Brian Mason, project specialist for teacher education and licensure, at
Brian.Mason@doe.virginia.gov or (804) 225-2823.
Questions regarding licensure should be directed to Dr. Kendra Crump, director of licensure and school leadership, at
Kendra.Crump@doe.virginia.gov or (804) 371-2471.
Links:
Questions about ESSA implementation should be directed to the Office of §22.1-298.1 of the Code of Virginia
Program Administration and Accountability at ESSA@doe.virginia.gov.
www.doe.virginia.gov/teaching/licensure/index.shtml
www2.ed.gov/policy/elsec/leg/essa/faq/essa-faqs.pdf
SRS/VT/ccs
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Love That Boy
S

enior National Journal
columnist and political
commentator Ron
Fournier writes about the goals,
hopes, and expectations that
parents have for their children—all children—in his new book, Love That Boy. He
observes in his introduction that sometimes if parents have
not reached certain goals in their lives, they often push
their children along the same paths, living through them.
As Fournier puts it, “Parenthood is our second chance to
get it right.”
Fournier and his wife, Lori, were already raising two
daughters when their son Tyler was born. From the start,
he was very intelligent—a “little professor.” Everybody felt
proud of Tyler for being so smart. It was also very cute to
them. Once, during a family Trivial Pursuit game, he provided the answer: capybara. Tyler’s major interest at the
time was animals.
Since Fournier and his own father bonded through sports,
he hoped he and Tyler would share that as well. Tyler did
join sports teams and tried his best, but games were difficult, and Tyler just didn’t like them. Fournier also hoped
that Tyler would be a writer just like him. But that was
another task that the boy struggled with.
By the time Tyler entered middle school, his parents and
teachers noticed significant academic problems, difficulty
fitting in, and a lack of social skills, which often embarrassed his dad. Fournier and his wife made an appointment with a specialist, who diagnosed Asperger’s syndrome at the age of 12. Fournier took rapid-fire notes as
they discussed options. He recalls how he felt guilty that
they waited so long to find help and ask more detailed
questions.
Lori took charge of lining up people to assist Tyler through
his remaining school years. But she also wanted Ron and
Tyler to bond better. Since their shared interest is presidential history, she suggested that they go on some road trips
to Monticello and other historic sites. At the same time,
Tyler could practice his social skills and learn to read
people’s faces.
Love That Boy: What Two Presidents, Eight Road Trips,
and My Son Taught Me about a Parent’s Expectations is a
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Review by Carrie Smoot

feature article and a family memoir rolled into one. I was
enlightened and disturbed by Fournier’s reporting about
the level of competition among the Washington area’s
political and professional people. He provides follow-ups
on the people he interviews. Some parents he talked to also
deal with their children’s Asperger’s. He researched the
topic well.
When Fournier talks about his family, the book really
shines. Readers share in the road trips, the family milestones—good and bad—and Fournier’s memories. Along
the way, he realizes that his daughters didn’t always follow
expected paths, either. And they are thrilled with Tyler’s
progress. At the book concludes, we cheer Tyler’s first job,
and his hobby of stand-up comedy. His parents see him living independently, eventually, and thinking about the
future and being open to it.
A favorite passage concerns what happiness means. Father
and son talk about it. Although Tyler has friends, his parents are concerned that he doesn’t socialize much. From
pages 125 and 126:
“Am I happy now? I’d say so. My kind of happy.”
“But you don’t have many friends.”
“That’s the problem,” Tyler objects. His tone is matter-of
fact, not accusatory or defensive. “You have a picture in
your head of what makes a kid happy. But then you have a kid
and it doesn’t turn out that way. That just means your
picture didn’t come true. It doesn’t mean I’m not happy. I
have a different picture.”
“Are you happy in your picture?”
“Most of the time, yes,” he says. “Are you always
happy in yours?”
“No, buddy. Not always.”
“Same with me.”
Fournier at last discovered what former president George
W. Bush meant when he told him, “Love that boy.” It was
to love Tyler for his uniqueness, not in spite of it. It’s clear
that he does love Tyler as he is, and that he wouldn’t trade
him for the world.
Learn more at http://lovethatboybook.com n
Carrie Smoot is a Northern Virginia freelance writer.
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A Tapestry for Learning Conference

Access for Student Success
August 2, 2016
8:00 AM - 4:00 PM
Four Points by Sheraton Richmond
9901 Midlothian Turnpike • Richmond, Virginia 23235
The Tapestry conference is designed to provide school teams and staff with effective practices for students of
all abilities. This year's conference strands focus on Assistive Technology, Early Childhood Education, Mental
Health, and Student Engagement. At the completion of the conference, participants will have a variety of
resources and materials to support student learning.
Who should attend: Early Childhood through grade 12 teachers and administrators in Regions 1 and 8.
Cost: $35.00 registration fee covers materials, continental breakfast, and lunch.
In an effort to reduce our carbon footprint, The Tapestry for Learning Conference 2016 will offer paperless
options for session/conference materials. Feel free to bring your smart phones, idevices, and tablets to access
session/conference materials.
For more infomation and to register online, visit
www.cvent.com/events/a-tapestry-for-learning-conference-2016/event-summary-d9f03125716b42b9a7f91334ecfb3f09.aspx
Or contact Program Specialist Phyllis Haynes at
plhaynes@vcu.edu • 804-827-9993
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Fragile X Syndrome
Editor’s note:
My thanks to The National Fragile X Foundation for this informational page.
See more at https://fragilex.org/foundation/
ragile X syndrome (FXS) is a genetic condition
that causes intellectual disability, behavioral and
learning challenges and various physical characteristics. Though FXS occurs in both genders, males
are more frequently affected than females, and generally with greater severity. Life expectancy is not affected in people with FXS because there are usually no
life-threatening health concerns associated with the
condition.

F

Features of Fragile X Syndrome in Males
The majority of males with fragile X syndrome
demonstrate significant intellectual disability (formerly referred to as “mental retardation”). Disabilities in
FXS include a range from moderate learning disabilities to more severe intellectual disabilities.
Physical features may include large ears, long face, soft
skin and large testicles (called “macroorchidism”) in
post-pubertal males. Connective tissue problems may
include ear infections, flat feet, high arched palate,
double-jointed fingers and hyper-flexible joints.
Behavioral characteristics can include ADD, ADHD,
autism and autistic behaviors, social anxiety, hand-biting and/or flapping, poor eye contact, sensory disorders and increased risk for aggression.

No one individual will have all the features of FXS,
and some features, such as a long face and
macroorchidism, are more common after puberty.

Features of Fragile X Syndrome in Females
The characteristics seen in males can also be seen in
females, though females often have milder intellectual
disability and a milder presentation of the syndrome’s
behavioral and physical features.
About one-third of females with FXS have a significant intellectual disability. Others may have moderate
or mild learning disabilities, emotional/mental health
issues, general anxiety and/or social anxiety.
A small percentage of females who have the full mutation of the FMR1 Gene that causes FXS will have no
apparent signs of the condition—intellectual, behavioral or physical. These females are often identified
only after another family member has been diagnosed.

Moving Forward
While individuals with FXS will experience a number
of challenges in their lives, given effective interventions and support they can be engaging and productive members of their families, schools, workplaces
and communities.n

Resources
The National Fragile X Foundation • https://fragilex.org/foundation/
FRAXA • www.fraxa.org
NIH U.S. National Library of Medicine, Genetics Home Reference
https://ghr.nlm.nih.gov/condition/fragile-x-syndrome#genes
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Including me in Virginia educates parents, educators and the community about the rights, benefits,
and strategies of inclusion of students with disabilities with their general education peers in their
neighborhood schools in Virginia. Follow on www.facebook.com/IncludingMeInHanoverCounty
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Evidence Bears Out Congressional Intent for Students to be Educated with
Peers in Least Restrictive Environment (LRE)
Public blog posted By Administration, July 05, 2016

he AASA, (American
Association of School
Administrators), has again
taken aim at students with disabilities
in its blog post, Reclaiming the LRE
Debate from the Courts. The
Individuals with Disabilities Education
Act (IDEA) requires students with disabilities to be educated in the least
restrictive environment (LRE) which
enables students with disabilities to be
educated alongside their peers to the
maximum extent appropriate. The
AASA proposes that schools more frequently segregate students by limiting
a student’s right to LRE and turning
back the clock 40 years to the time
when students with disabilities were
routinely segregated from their peers
and educated in separate classrooms,
which were often “babysitting” programs that provided minimal to no
educational benefit.

T

The AASA implies that segregation is
to the benefit of the student with disabilities, but abundant quantitative
and qualitative research demonstrates
that students with disabilities do
achieve considerable educational benefit from placement in general education classes with supplementary aids
and services. Further, including students with disabilities in general education benefits students without disabilities. Research shows that time
spent with non-disabled peers not
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only benefits students socially and
connects them with their community
but also enhances academic achievement for students with disabilities.
Two landmark cases, Mills v. Board of
Education of the District of Columbia,
348 F.Supp. 866 (D.D.C. 1972) and
Pennsylvania Ass’n for Retarded
Children v. Commonwealth, 334 F.
Supp. 1257 (E.D. Pa. 1971) and 343 F.
Supp. 279 (1972) (PARC), set forth the
foundational understanding of the
Fourteenth Amendment principles on
which the IDEA ultimately rests.
These foundational cases were specifically referenced in the legislative history of, and played a significant role in
the passage of, the Education for All
Handicapped Children Act of 1975,
which is the predecessor of IDEA.
Honig, 484 U.S. at 309, 108 S.Ct. at
596 (citing S. REP. 94-168 (1975), 6,
1975 U.S.C.C.A.N. 1425, 1430). These
principles are so deeply embedded in
present case law that many courts
often overlook the need to make specific reference to them in reaching
decisions over more recent controversies. The principles, however, bear
restating as they provide the necessary
context and foundation on which to
view LRE protections.
First, “the right to an education, once
given, is a fundamental right; therefore, the defendants must show a

compelling state interest in order to
lawfully exclude [disabled] children.”
PARC, 343 F.Supp. at 283, n.8. Second,
“[s]uch an opportunity, where the
state has undertaken to provide it, is a
right which must be made available to
all on equal terms.” Mills, 348 F.Supp.
at 874 (quoting Brown v. Board of
Education, 347 US. 483, 74 S.Ct. 686,
691 (1954)).
When Congress amended the IDEA in
1997, it continued to link its authority
and intent to the Fourteenth
Amendment noting its desire to
“restate that the ‘right to equal educational opportunities’ is inherent in the
equal protection clause of the 14th
Amendment of the U.S. Constitution,”
and that the IDEA is founded in and
secured by the 14th Amendment.” S.
Rep. No. 104-275, at 31 (1996).
Clearly, the IDEA is a civil rights act,
implementing the equal protection
clause of the Fourteenth Amendment
and it places an affirmative obligation
upon the States to provide children
with disabilities a free and appropriate
education.
Congress expressed a strong preference in favor of educating children
with disabilities in an inclusive setting
and requires States accepting IDEA
funds to educate children in the LRE
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to the maximum extent appropriate.
Appropriate in this context means the
least restrictive setting available that
will provide the student with FAPE.
Simply put, States that accept IDEA
funding do not face the question of
whether a student should be educated
in the least restrictive environment.
Rather, Congress has required States
and school districts to determine how
a child can be educated in the LRE.
Thus, school districts must, as a preliminary matter in every case, determine whether the child can be provided with an appropriate education in
the regular education classroom with
supplementary aids and services. See
Department of Education v. Katherine
D., 727 F.2d 809, 815 (9th Cir. 1983).
Furthermore, the United States
Supreme Court in Olmstead v. L.C.
requires states to eliminate unnecessary segregation of persons with disabilities and to ensure that persons
with disabilities receive services in the
most integrated setting appropriate to
their needs. The Court said,
"Unjustified isolation, we hold, is
properly regarded as discrimination
based on disability. " 527 U.S. 581, 596
(1999).

Ms. Bon’s reference to an unpublished,
non-precedential case J.H. ex rel. A.H.
and S.H. v. Fort Bend Indep. Sch. Dist.
482 F. App'x 915, 919 (5th Cir. 2012)
reveals the depths to which she strives
to make her assertions appear to have
value. In fact, not only do her assertions lack value, the case referenced by
Ms. Bon confirms that a student may
derive nonacademic benefit from
interacting with [nondisabled] peers
in mainstream classes, contrary to her
assertion.
The IDEA is not an expiring authorization and therefore Congress does
not need to reauthorize the statute. If
Congress decides to amend the IDEA,
however, efforts need to focus on
strengthening parent and student
rights and strategies to ensure states
are fulfilling obligations under the law.
Policy dialogue must be based on evidence based strategy proven to
improve student outcomes; not on
misguided opinions of individuals trying to allow administrators to shirk
responsibility for providing meaningful education to all students under
their care. There are ample school

administrators whose efforts embody
the spirt of the IDEA and we encourage AASA to stop attacking parent
and student rights and spend their
time and resources towards amplifying
successful and positive examples of
supporting students with disabilities
to succeed and prosper.
Susan Bon’s AASA Blog Post this week
is offensive to parents and students
and utterly fails to provide clarity on
one of the most important procedural
and substantive due process right contained in the IDEA since its inception
in 1975. In fact, Ms. Bon’s use of the
offensive term “mentally retarded”
indicates both her insensitivity to the
community served by the IDEA and
her failure to provide insightful commentary on LRE.
For over 40 years Congress has consistently made it an overall priority that a
student with a disability is to be educated in the regular classroom to the
maximum extent possible. n

COPAA’s mission is to protect and enforce the legal and civil rights of students with disabilities and their families.
Our primary goal is to secure high quality educational services and to promote excellence in advocacy.
COPAA works to:
~ Enable parents to work more effectively with school personnel to plan and obtain effective educational programs
for their children with disabilities;
~ Encourage more attorneys and advocates to undertake representation of parents of children with disabilities in
their efforts to plan and obtain effective educational programs;
~ Provide advocate, attorney, parent and other professional COPAA members with the practical resources and
information they need to obtain effective educational programs for students with disabilities;
~ Enable members to network and share information and legal resources;
~ Provide training for special education advocates on all aspects of special education advocacy and informal
conflict resolution;
~ Provide training for attorneys on legal practice: including due process, litigation, and informal conflict resolution;
~ Enable parents to locate advocates, attorneys, and related professionals through COPAA's website directory;
~ File amicus curiae briefs in cases of national significance.
For more information, visit http://copaa.site-ym.com
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Angelman Syndrome Facts
Editor’s note:
This informational page has been consolidated and edited from Angelman Syndrome Information Page on the
National Institute of Neurological Disorders and Stroke www.ninds.nih.gov/disorders/angelman/angelman.htm)
and www.MedicineNet.com* (*Angelman syndrome facts medically edited by: Melissa Conrad Stöppler)

What is Angelman Syndrome?
Angelman syndrome is a genetic disorder that
causes developmental delay and neurological
problems. The physician Harry Angelman first
delineated the syndrome in 1965, when he
described several children in his practice as having "flat heads, jerky movements, protruding
tongues, and bouts of laughter."
Infants with Angelman syndrome appear normal
at birth, but often have feeding problems in the
first months of life and exhibit noticeable developmental delays by 6 to 12 months. Seizures
often begin between 2 and 3 years of age. Speech
impairment is pronounced, with little to no use
of words.
Individuals with this syndrome often display
hyperactivity, small head size, sleep disorders,
and movement and balance disorders that can
cause severe functional deficits. Angelman syndrome results from absence of a functional copy
of the UBE3A gene inherited from the mother.
Adults with Angelman syndrome have distinctive facial features that may be described as
"coarse." Other common features include unusually fair skin with light-colored hair and an
abnormal side-to-side curvature of the spine
(scoliosis). The life expectancy of people with this
condition appears to be nearly normal.

communication therapy, and behavioral therapies
are important in allowing individuals with
Angelman syndrome to reach their maximum
developmental potential.

What is the prognosis?
Most individuals with Angelman syndrome will
have severe developmental delays, speech
limitations, and motor difficulties. However,
individuals with Angelman syndrome can have
normal life spans and generally do not show
developmental regression as they age. Early
diagnosis and tailored interventions and therapies help improve quality of life.
With age, people with Angelman syndrome
become less excitable, and the sleeping problems
tend to improve. However, affected individuals
continue to have intellectual disability, severe
speech impairment, and seizures throughout
their lives.

What research is being done?
The NINDS supports and conducts research on
neurogenetic disorders such as Angelman syndrome, to develop techniques to diagnose, treat,
prevent, and ultimately cure them.n
Resources
Foundation for Angelman Syndrome Therapeutics Facebook page

www.facebook.com/www.cureangelman.org

Is there any treatment?
There is no specific therapy for Angelman syndrome. Medical therapy for seizures is usually
necessary. Physical and occupational therapies,

The Angelman Syndrome Foundation
www.angelman.org
National Institute of Neurological Disorders and Stroke
www.ninds.nih.gov/disorders/angelman/angelman.htm
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2016 State
Convention

Virginia

August 8‐10 at Colonial Williamsburg
The agenda includes sessions focused on:
• Early Intervention & Children’s Services: Overview; NICU to EI Transitions; EI to Pre‐K Transitions;
Crisis; IEPs; Inclusion; Supporting Siblings; Fostering Friendships; Inclusive Recreation
• Educator’s (parents and advocates welcome): Families, Students & Teachers as Partners in the IEP
Process; The Inclusive Classroom; Legal Updates; Best Practices, Supports & Resources for Teachers;
Transitions to Adulthood & Employment
• Waiver Redesign: Overview, New Services & Changes; Consumer‐Directed Services; Managed Care;
ABLE Act; Navigating the Service System; The SIS & Role in I/DD Waiver; Housing; Transportation;
Residential
• Grassroots Advocacy: Updates on Key Policy Issues; Self‐Advocacy; How to Meet with Legislators;
Public Policy Panel
• General Information: Financial Literacy; Futures Planning
Employers & Employment: Creating an Inclusive Workforce; Self‐Employment; Job Hunting & Self‐
Advocacy in the Workplace
• Chapters of The Arc: Board Development; Fundraising; HR; Controlling Risk; Measuring Impact;
Membership Engagement
• For Fun: Tours of Colonial Williamsburg (extra costs); Jeopardy; Family Feud; Yoga & More to come
We may be offering child care with activities at an extra cost – stay tuned for details.

For more information, including registration info, visit

www.thearcofva.org/news‐events/2016‐state‐convention
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1. Sign Up
Register online at https://dsanv.donordrive.com
All participants are required to accept the terms and conditions of the waiver before completing the registration form.
You can create and customize your personal page or team page in your Fundraising Portal after your registration is complete.

2. Create Your Online Fundraising Page
After you register, customize your fundraising page by editing text, uploading pictures and changing the colors of your
page in your Fundraising Portal. You can make changes to your web page as many times as you’d like.

3. Spread the Word
Once your fundraising page has been set up, you can send emails to your friends and family through your Fundraising
Portal. The emails will provide a direct link to your page where your friends and family can make a donation on your
behalf. We've even written some sample emails to help get you started!
If you are unable to attend the DSANV Buddy Walk® on Sunday October 2, you can register as a Virtual Walker. Or, you
can simply make a charitable donation to help support the Down Syndrome Association of Northern Virginia. Visit
www.dsanv.donordrive.com/event/buddywalk for more information and to join us in spirit.
For additional assistance, please email buddywalk@dsanv.org or call 703-621-7129.

Photo courtesy of 2015 DSANV Buddy Walk
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